The health and social care information needs and behaviour of people with a visual impairment. by Beverley, Catherine
The Health and Social Care Information Needs 
and Behaviour of People with a 
Visual Impairment 
Catherine Beverley 
Ph.D. Thesis 
Department of Information Studies, 
University of Sheffield 
October 2008 
VOLUME 2 
REFERENCES 
Abaglo, P. and Downing, J. (1990). "Using labels: a study of client preference". Journal of 
Visual Impairment and Blindness, 84(5). 218-220. 
ADSS (2002). Progress in sight - national standards of social care for visually impaired 
adults. httpijwww.adss.org.uk/eyes/progress.pdf [Accessed: 3 October 2007]. 
Ahmed, F., Cheeseman, C. and Rodin, M. (2001). Why can't you see me? A study into the 
needs of people with visual impairment from ethnic communities living in a London 
Borough. London: SeeAbility. 
Albright, P. and Toy, K.W. (1993). "Breast self-examination for visually impaired women". 
Public Health Report, 108, 147-150. 
Alien, M.N. (1989). "The meaning of visual impairment to visually impaired adults". Journal 
of Advanced Nursing, 14, 640-646. 
Allwinkle, J. (2002). "Blood glucose monitoring for visually impaired people with diabetes". 
Journal of Diabetes Nursing, 6(5), 157-159. 
American Academy of Ophthalmology (2001). Age-related macular degeneration. San 
Francisco: American Academy of Ophthalmology. 
American Optometric Association (1997) Care of the patient with age-related macular 
degeneration. Optometric Clinical Practice Guideline No. 6 (2nd edition). 
Ankem, K. (2006). "Factors influencing information needs among cancer patients: a meta-
analysis". Library and Information Science Research, 28(1), 7-23. 
Arnold, J. and Heriot, W. (2007). "Age-related macular degeneration". Clinical Evidence, 
2007. http://clinicalevidence.bmj.com/ceweb/conditions/eyd/070 1 /0701 .jsp [Accessed: 
22 October 2007]. 
Arnstein, S.R. (1969). "A ladder of citizen participation". Journal of the American Planning 
Association, 35(4), 216-224. 
Arsnow, G.F.D.J., MOUld, L., Sauerburger, D. and Peaco, F. (1985). "Blind parents rearing 
Sighted children". Journal of Visual Impairment and Blindness, 79,193-198. 
Astbrink, G. (1996). "Web page design: something for everyone". Link-up, December, 7-
10. 
Attfield, S.J., Adams, A. and Blandford, A. (2006). "Patient information needs: pre- and 
post-consultation". Health Informatics Journal, 12(2), 165-177. 
Baker, L.M. (1995). "A new method for studying patient information needs and information-
seeking patterns". Topics in Health Information Management, 16(2), 19-28. 
Barnard, A, Carter, M., Britten, N., Purtell, R., Wyatt, K. and Ellis, A (2005). The PC11 
report summary: an evaluation of consumer involvement in the London Primary Care 
Studies Programme. Exeter: Peninsula Medical School, University of Exeter and 
Plymouth. http://www.invo.org.uk/pdfs/Summary of PC11 Report1.pdf [Accessed: 1 
November 2005]. 
Barnes, C. (1992). "Qualitative research: valuable or irrelevant?" Disability, Handicap and 
Society, 7,115-123. 
Barnshaw, C., Brower, J., Kent, A., Lightstone, A, Myint, J., Roberts, D., Tyler, F., Vafidis, 
G. and Wicks, H. (2007). Recommended standards for low vision services. London: 
NHS Eyecare Services Programme. 
Barrett, J. (2005). "Support and information needs of older and disabled older people in the 
UK". Applied Ergonomics, 36(2), 177-183. 
Barry, R.J. and Murray, P.I. (2005). "Unregistered visual impairment: is registration a 
failing system?" British Journal of Ophthalmology, 89(8), 995-998. 
276 
Bastian, H. (1998). "'Speaking up for ourselves': the evolution of consumer advocacy in 
health care". International Journal of Technology Assessment in Health Care, 14(3),3-
23. 
Beaver, K. and Booth, K. (2007). "Information needs and decision-making preferences: 
comparing findings for gynaecological, breast and colorectal cancer". European 
Journal of Oncology Nursing, 11, 409-416. 
Beer, D., Croxford, D., Mistry, C. and Smith, H. (2002). "User-led research project into 
selVice provision after diagnosis or permanent sight loss". Presentation given at the 
Consumers in NHS Research Conference, 2002. 
Begley, C.M. (1996). "Using triangulation in nursing research". Journal of Advanced 
Nursing, 24, 122-128. 
Belkin, N.J. and Vickery, A. (1985). Interaction in information systems: a review of 
research from document retrieval to knowledge-based systems, LlR Report No 35. 
London: The British Library. 
Beresford, P. (2002). "User involvement in research and devaluation: liberation of 
regulation?" Social Policy and Society, 1 (2), 95-105. 
Beresford, P. (2007). "User involvement, research and health inequalities: developing new 
directions". Health and Social Care in the Community, 15(4), 306-312. 
Beresford, P. and Campbell, J, (1994). "Disabled people, service users, user involvement 
and representation". Disability and Society, 9, 315-325. 
Beverley, C. (2005a). "Health and social care information needs research study: can you 
help?" Side View, the Macular Disease Society Newsletter, 74(Winter 2005),33. 
Beverley, C. (2005b). 'The health and social care information needs of people with a visual 
impairment". Talk given as part of the University of Sheffield Department of Information 
Studies Seminar Series, 18 January 2005. 
Beverley, C. (2005c). "The health and social care information needs of people with a visual 
impairment". Talk given to the South Lakes Society for the Blind (SLSB), 14 December 
2005, Kendal. 
Beverley, C. (2006a). "Health and social care information needs research study". MDS 
Digest, the Journal of the Macular Disease Society, 2006, 78. 
Beverley, C. (2006b). "The health and social care information needs of people with a visual 
impairment". Talk given to the Sheffield Macular Disease Society, 1 June 2006, 
Sheffield. 
Beverley, C., Bath, P.A. and Barber, R. (2005). "The health and social care information 
needs of people with a visual impairment". Poster presented at Getting Your Message 
Across - Presenting to the Public, UK Grad Conference, 26 May 2005, University of 
Leeds. 
Beverley, C., Bath, P.A. and Barber, R. (2006a). "The health and social care information 
needs of people with a visual impairment". Poster abstract in Proceedings of the 11th 
International Symposium on Health Information Management Research (ISHIMR) , 14-
16 July 2006, Nova Scotia, Canada. 
Beverley, C., Bath, P.A. and Barber, R. (2006b). "Involving visually impaired people in 
research: a case study". Poster talk at the INVOLVE Conference, 6-7 September 2006, 
University of Hertfordshire. 
Beverley, C., Bath, P.A. and Barber, R. (2006c). "The health and social care information 
needs of older people with a visual impairment: a pilot audio diary study". Paper 
presented at the British Society of Gerontology, 35th Annual Scientific Meeting, 7-9 
September 2006, University of Wales, Bangor. 
Beverley, C., Bath, P.A. and Barber, R. (2007). "Can two established information models 
explain the information behaviour of visually impaired people seeking health and social 
277 
care information?" Journal of Documentation Special Issue on Human Information 
Beha vior, 63 (1 ), 9-32. 
Beverley C., Bath P. A. and Booth A. (2002). The health information needs of visually 
impaired groups: a systematic review of the literature. Cardiff: Public Health Strategy 
Division, Welsh Assembly Government. [Unpublished]. 
Beverley, C., Bath, P.A. and Booth, A. (2004). "Health information needs of visually 
impaired people: a systematic review of the literature". Health and Social Care in the 
Community, 12(1), 1-24. 
Beverley, C. and Booth, A. (2005). 'The role of information technology in accessing 
consumer perspectives". 10.: Burr, J. and Nicolson. P. (eds.). Researching health care 
consumers: critical approaches. Basingstoke, Hampshire: Palgrave Macmillan. 
BGOP (2008). Better Government for Older People. http:Uwww.bgop.org.uk/home.aspx 
[Accessed: 29 July 2008]. 
Biegel, D.E. and Synder, A. (1989). "Unmet needs and barriers to service delivery for the 
blind and visually impaired elderly". Gerontologist, 18, 83-88. 
Billington, H. (2006). A report to describe the changing health environment and how visual 
impairment services could fit into the new NHS landscape. London: Action for Blind 
People. 
Birchall, W. (1999). "Training in use of low vision aids is important" [letter]. British Medical 
Journal, 319, 707. 
Birren, J.E. and Birren, B.A. (1990). "The concepts, models, and history of the psychology 
of aging". 10.: Birren, J.E. and Schaie, K.W. (eds), Handbook of the psychology of 
aging, pp. 3-20. San Diego: Academic Press. 
Bolt, D. (2003). "Blindness and the problems of terminology". Journal of Visual Impairment 
and Blindness, 97(9), 519-520. 
Bolt, D. (2005a). "From blindness to visual impairment: terminology typology and the 
Social Model of Disability". Disability and Society, 20(5),539-552. 
Bolt, D. (2005b). "Terminology and the psychological burden of blindness". British Journal 
of Visual Impairment, 22(2), 52-54. 
Boote, J., Barber, R. and Cooper, C. (2006). "Principles and indicators of successful 
consumer involvement in NHS research: results of a Delphi study and subgroup 
analysis." Health Policy, 75(3), 280-297. 
Boote, J., Telford, R. and Cooper, C. (2002). "Consumer involvement in health research: a 
review and research agenda". Health Policy, 61, 213-236. 
Booth, A. (2000). "Research". Health Libraries Review, 17, 232-235. 
Bosanquet, N. and Mehta, P. (2008). Evidence base to support the UK Vision Strategy. 
London: VISION 2020 and RNIB. 
Bowling, A. (2002). Research methods in health (2nd edition). Buckingham: Open 
University. 
Bradley, S. (1995). "Methodological triangulation in healthcare research". Nurse 
Researcher, 3(2), 81-89. 
Brennan, M. and Cardinali, G. (2000). "The use of preexisting and novel coping strategies 
in adapting to age-related vision loss". The Gerontologist, 40(3), 327-334. 
Bressler, S.B.; Bressler, N.M. and Fine, S.L. (1988). "Age-related macular degeneration". 
Survey of Ophthalmology, 32, 375-413. 
Brodney-Folse, S., Bunce, C., Dickersin, K., Ejere, H., Evans, J., Henshaw, K., Shah, A., 
Smeeth, L. and Wormald, R. (2003). Cochrane Eyes and Vision Group. 
http://www.cochraneeyes.org/documents/COCHRANE%20EYES%20AND%20VISION 
%20GROUP%20MODULEO/020AUGUSTO/0202003.pdf [Accessed: 22 October 2007]. 
Brophy, P. and Craven, J. (1999). The integrated, accessible library: a model of service 
development for the 21 st Century. The final report of the REVIEL (Resources for 
278 
Visually Impaired Users of the Electronic Library) project. Manchester: Centre for 
Research in Library and Information Management, The Manchester Metropolitan 
University (British Library Research and Innovation Report No. 168) [Online]. 
http://www.jisc.ae.uk/pub99(REVIELFinal.doe [Aeeessed: 21 August 2002]. 
Bruce, I. and Baker, M. (2001). Access to written information: the views of 1,000 people 
with sight problems. London: RNIB. 
Bruce, I., Harrow, J. and Obolenskaya, P. (2007). "Blind and partially sighted people's 
perceptions of their inclusion by family and friends". British Journal of Visual 
Impairment, 25(1), 68-85. 
Bruce, I., McKennell, A and Walker, E. (1991). Blind and partially sighted adults in Britain: 
the RNIB survey. London: RNIB. 
Buckland, M. (1991). Information systems. New York: Preaeger. 
Buckland, S. (1994). "Unmet needs for health information: a literature review". Health 
Libraries Review, 11, 82-95. 
Buckland, S. and Dawson, P. (1989). "Household claiming behaviour". Social Policy and 
Administration, 23(1), 60-71. 
Buckland, S., Hayes, H., Ostrer, C., Royle, J., Steel, R., Tarpey, M., Walton, J. and 
Yeeles, P. (2007). Public information pack: how to get involved in NHS, public health 
and social care research. Eastleigh, Hampshire: INVOLVE. 
Bunee, C., Evans, J., Fraser, S. and Wormald, R. (1998). "BD8 certification of visually 
impaired people". British Journal of Ophthalmology, 82, 72-76. 
Burden, AC., Burden, M.L. and Hayward, L. (1999). "Many visual aids to help people with 
diabetes are no longer available" [letter]. British Medical Journal, 319, 707. 
Burmedi, D., Becker, S., Heyl, V., Wahl, H.W. and Himmelsbach, I. (2002a). "Emotional 
and social consequences of age-related low vision". Visual Impairment Research, 4(1), 
47-71. 
Burmedi, D., Beeker, S., Heyl, V., Wahl, H.W. and Himmelsbach, I. (2002b). "Behavioural 
consequences of age-related low vision". Visual Impairment Research, 4(1), 15-46. 
Capella-McDonnall, M. (2007). "The need for health promotion for adults who are visually 
impaired". Journal of Visual Impairment and Blindness, 101 (3), 133-145. 
Carey, K. and Stringer, R. (2000). The power of nine: a preliminary investigation into 
navigational strategies for the new library with special reference to disabled people. 
London: Library and Information Commission. 
Carrick, R., Mitchell, A and Lloyd, K. (2001). "User involvement in research: power and 
compromise". Journal of Community and Applied Social Psychology, 11, 217-225. 
Case, D.O. (2002). Looking for information: a survey of research on information seeking, 
needs, and behavior. London: Academic Press. 
Casten, R.J., Maloney, E.K. and Rovner, B.W. (2005). "Knowledge and use of low vision 
services among persons with age-related macular degeneration". Journal of Visual 
Impairment and Blindness, 99(11), 720-724. 
CC NAP (Community Care Needs Assessment Project) (2001). "'Asking the experts' - a 
guide to involving people in shaping health and social care services" [online]. 
http:Uwww.cenap.org.uk/layout.htm [Accessed: 4 April 2003]. 
Chalmers, I. (1995). "What do I want from health research and researchers when I am a 
patient?" British Medical Journal, 310, 1315-1318. 
Capel, S., Childs, A, Banwell, L. and Heaford, S. (2007). "Access to information and 
support for health: some potential issues and solutions for an ageing population". 
Health In forma tics Journal, 13(4),243-253. 
Charles, N. (2008). "Estimates of the number of older people with a visual impairment in 
the UK". British Journal of Visual Impairment, 25(3), 199-215. 
279 
Chew-Graham, C., Bashir, C., Chantlet, K., Burman, E., and Batsleer, J. (2002). "South 
Asian women, psychological distress and self-harm: lessons for primary care trusts". 
Health and Social Care in the Community, 10(5), 339-347. 
Church, D. (1999). "Seeing is believing". Nursing Times, 95(32), 5. 
Clark, A (1998). "The qualitative-quantitative debate: moving from positivism and 
confrontation to post-positivism and reconciliation". Journal of Advanced Nursing, 
27(6),1242-1249. 
Clayton, A and Thorne, T. (2000). "Diary data enhancing rigour: analysis framework and 
verification tool". Journal of Advanced Nursing, 32(6),1514-1521. 
Coard, P. (2002). "The impact of assistive technology on visually impaired computer users 
accessing the Internet". Conferences of the National Advisory Computing 
Qualifications - CD-ROM Edition - 2000/2006, pp. 201-210. 
Cohen, J. (1992). "A power primer". Psychological Bulletin, 112(1), 115-159. 
Conley-Jung, C. and Olkin, R (2001). "Mothers with visual impairments who are raising 
young children". Journal of Visual Impairment and Blindness, 95, 14-29. 
Conrath, D.W., Higgins, C.A and McClean, RJ. (1983). "A comparison of the reliability of 
questionnaire versus diary data". Social Networks, 5(3), 315-322. 
Consumers in NHS Research (2001). Getting involved in research - a guide for 
consumers. Hampshire: Consumers in NHS Research Support Unit. 
Corcoran, C., Douglas, G., Pavey, A, Fielding, A, Fielding, M., MCLinden, M. and McCall, 
S. (2004). "Network 1000: the changing needs and circumstances of visually impaired 
people: project overview". British Journal of Visual Impairment, 22(3), 93-100. 
Corti, L. (1993). "Using diaries in social research". Social Research Update [Online], 
Surrey: Department of Sociology, University of Surrey, 2, 
http://sru.soc.surrey.ac.uk/SRU2.html[Accessed: 26 April 2006]. 
Coulter, A (1998). "Evidence based patient information" [Editorial]. British Medical Journal, 
317, 225-226. 
Coulter, A, Ellins, J., Swain, D., Clarke, A., Heron, P., Rasul, F., Magee, H. and Sheldon, 
H. (2006). Assessing the quality of information to support people in making decisions 
about their health and healthcare. London: Picker Institute Europe. 
Cox, A, Jenkins, V., Catt, S., Langridge, C. and Fallowfield, L. (2006). "Information needs 
and experiences: an audit of UK cancer patients". European Journal of Oncology 
Nursing, 10(4),263-272. 
Craven, J. (2003). "Access to electronic resources by visually impaired people". 
Information Research [Online], 8(4). http://informationr.net/ir/8-4/paper156.html 
[Accessed: 28 July 2003]. 
Craven. J. and Brophy. P. (2003). Non-visual access to the digital library (NoVA): the use 
of the digital library interfaces by blind and visually impaired people. Manchester: 
Centre for Research in Library and Information Management (CERLlM), The 
Manchester Metropolitan University. http://www.cerlim.ac.uk/projects/nova.html 
[Accessed: 29 April 2003]. 
Crawford, M.J., Rutter, D., Manley, C., Weaver, T., Bhui, K., Fulop, N, and Tyrer, P. 
(2002). "Systematic review of involving patients in the planning and development of 
health care". British Medical Journal, 325, 1263-1265. 
Crookes, J., Popham, R. and Thirlway, M. (1999). Losing sight in Ryedale. Malton and 
Norton: In Touch. 
Crossland, M.D. and Culham, L.E. (2000). "Psychological aspects of visual impairment". 
Optometry in Practice, 1,21-26. 
Cunningham, E.T.; Lietman, T.M. and Whitcher, J.P. (2001). "Blindness: a global priority 
for the twenty-first century" [editorial]. Bulletin of the World Health Organisation, 79(3). 
180. 
280 
Darling, R.B. (2003). "Toward a model of changing disability identities: a proposed 
typology and research agenda". Disability and Society, 18(7), 881·896. 
Datapharm (2007). X-PIL Patient Information Leaflets Online. http://xpil,medicines.org.l,l's 
[Accessed: 06 October 2008]. 
David, O.J. (2005). "NHS Direct and older people". Age and Ageing, 34(5): 499-501. 
Davis, J.M. (2000). "Disability studies as ethnographic research and test: research 
strategies and roles for promoting social change". Disability and Society, 15(2), 191-
206. 
Daykin, M., Evans, D., Petsoulas, C. and Sayers, A. (2007). "Evaluating the impact of 
patient and public involvement initiatives in the UK health services: a systematic 
review". Evidence and Policy, 3(1), 47·65. 
Deal, M. (2003). "Disabled people's attitudes toward other impairment groups: a hierarchy 
of impairments". Disability and Society, 18(7), 897-910. 
deLeeuw, E. and Nichols, W. (1996). "Technological innovations in data collection: 
acceptance, data quality and costs". Sociological Research Online, 1 (4), 
http://www.socresonline.org.uk/socresonline/1/4/leeuw.htmI [Accessed: 8 October 
2007]. 
Denzin, N.K. (1970). The research act in sociology: a theoretical introduction to 
sociological methods. London: Butterworths. 
Denzin, N.K. (1978). Sociological methods: a sourcebook (2nd edition). New York: McGraw 
Hill. 
Denzin, N. and Lincoln, Y.S. (1998). The landscape of qualitative research: theories and 
issues: handbook of qualitative research, Volume 1. London: Sage Publications. 
Denzin, N. and Lincoln, Y.S. (2000). Handbook of qualitative research. (2nd edition). 
London: Sage Publications. 
Department of Health (1997). Think dual sensory: good practice guidelines for older 
people with dual sensory loss. London: Department of Health. 
Department of Health (1999a). Reducing health inequalities: an action report. London: 
Department of Health. 
Department of Health (1999b). Better care, higher standards. London: Department of 
Health. 
Department of Health (1999c). Patient and public involvement in the new NHS. London: 
Department of Health. 
Department of Health (2000). The NHS Plan: a plan for investment, a plan for reform. 
London: Department of Health. 
Department of Health (2001 a). Social care for deafblind children and adults. LAC(2001) 8. 
London: Department of Health. 
Department of Health (2001 b). National service framework for older people. London: 
Department of Health. 
Department of Health (2002a). Shifting the balance of power: the next steps. London: 
Department of Health. 
Department of Health (2002b). Single assessment process: guidance for local 
implementation. London: Department of Health. 
Department of Health (2004a). Better information, better, choices health: putting 
information at the centre of health. London: Department of Health. 
Department of Health (2004b). The NHS Improvement Plan: putting people at the heart of 
public services. London: Department of Health. 
Department of Health (2005). Research governance framework for health and social care 
(2nd edition). London: Department of Health. 
Department of Health (2006a). Registered blind and partially sighted people year ending 
31 March 2006, England. London: Department of Health. 
281 
Department of Health (2006b). Our health, our care, our say: a new direction for 
community services. London: Department of Health. 
Department of Health (2006c). Reward and recognition: the principles and practice of 
service user payment and reimbursement in health and social care. A guide for service 
providers, service users and carers. London: Department of Health. 
Department of Health (2007). Identification and notification of sight loss. London: 
Department of Health. 
http:Uwww.dh.qov.uk/en/Policyandquidance/Healthandsocialcaretopics/Optical/DH 40 
74843 [Accessed: 18 November 2007]. 
Dervin, B. (1977). The development of strategies for dealing with information needs of 
urban residents. Seattle: Washington University. 
Dervin, B. (1983). An overview of sense-making research: concepts, methods and results 
to date. In: International Communications Annual Meeting. Dallas, Texas. 
Direct Payments Scotland (2002). Fact sheet: models of disability [online]. 
http:Uwww.dpscotland.org.uk/2002dp/factsheets/models.asp [Accessed: 21 March 
2003]. 
Dixon-Woods, M. (2001). "Writing wrongs? An analysis of published discourses about the 
use of patient information leaflets." Social Science and Medicine, 52(9), 1417-1432. 
Donnelly, D. (1987a). "Focus on disability: information gap ... being registered blind". 
Nursing Times, 83,55-56. 
Donnelly, D. (1987b). "Focus on disability: registered hopeless?" Nursing Times, 83, 49-
50. 
Donoghue, C. (2003). "Challenging the authority of the medical definition of disability: an 
analysis of the resistance to the social constructionist paradigm". Disability and 
Society, 18(2), 199-208. 
Dootson, S. (1995). "An in-depth study of triangulation". Journal of Advanced Nursing, 
22(1), 183-187. 
Douglas, G., Corcoran, C. and Pavey, S. (2006). Opinions and circumstances of visually 
impaired people in Great Britain: report based on over 1000 interviews. Birmingham: 
University of Birmingham. 
Douglas, G., Corcoran, C. and Pavey, S. (2007a). "The role of the WHO ICF as a 
framework to interpret barriers and to inclusion: visually impaired people's views and 
experiences of personal computers". British Journal of Visual Impairment, 25(1),2-4. 
Douglas, G., Corcoran, C. and Pavey, S. (2007b). "Network 1000: Surveying the changing 
needs and circumstances of visually impaired people". New Beacon, 16, 28-33. 
Douglas, G., Pavey, S. and Corcoran, C. (2008). Network 1000: Finance and entitlement: 
visually impaired people's take-up of Disability Living Allowance and Attendance 
Allowance. Birmingham: Visual Impairment Centre for Teaching and Research 
(VICTAR), University of Birmingham. 
Duckett, P.S. and Fryer, D. (1998). "Developing empowering research practices with 
people who have learning disabilities". Journal of Community Applied Social 
Psychology, 8, 57-65. 
Duckett, P.S. and Pratt, R. (2001). "The researched opinions in research: visually impaired 
people and visual impairment research". Disability and Society, 16(6}, 815-835. 
Duh, J. (2000). "Sexual knowledge of Taiwanese adolescents with and without visual 
impairments". Journal of Visual Impairment and Blindness, 94, 385-395. 
Eklund, K., Sonn, U. and Dahlin-Ivanoff, S. (2004). "Long-term evaluation of a health 
education programme for elderly persons with visual impairment: a randomized study". 
Disability and Rehabilitation, 26(7), 401-409. 
282 
Elliott, H. (1997). "The use of diaries in sociological research on health experience". 
Sociological Research Online, 2(2), 
http://www.socresonline.org.uk/socresonline/2/2/7.html[Accessed: 25 March 2003]. 
Ellis, D. (1989). "A behavioural approach to information retrieval design". Journal of 
Documentation, 45(3), 171-212. 
Ellis, D., Cox, D. and Hall, K. (1993). "A comparison of the information seeking patterns of 
researchers in the physical and social sciences". Journal of Documentation, 49(4), 
356-369. 
Entwistle, V.A., Renfrew, M.J., Yearley, S., Forrester, J. and Lamont, T. (1998). "Lay 
perspectives: advantages for health research". British Medical Journal, 316, 463-466. 
Ethical Strategies Limited (2003). The costs of blindness: an analysis of the costs of visual 
impairment and blindness in the United Kingdom. Report prepared for the Guide Dogs 
for the Blind Association. Surrey: Ethical Strategies Limited. 
European Blind Union (2002a). Statistics: United Kingdom. 
http://www.euroblind.org/fichersGB/statUK.htm [Accessed: 4 January 2002]. 
European Blind Union (2002b). Information access principles and guidelines. 
http://www.euroblind.org/fichersGB/policy.htm [Accessed: 4 January 2002]. 
Evans, J. (1995). Causes of blindness and partial sight in England and Wales 1990-1991. 
OPCS Studies on Medical and Population Subjects No. 57. London: HMSO. 
Evans, J.E., Fletcher, A.E., Wormald, R., Ng, E.S.W, Stirling, S., Smeeth, L., Nunes, M., 
Breeze, E., Bulpitt, C.J., Jones, D. and Tulloch, A. (2002). "Prevalence of visual 
impairment in people aged 75 years and above in Britain: results from the MRC trial of 
assessment and management of older people in the community". British Journal of 
Ophthalmology, 86, 795-800. 
Evans, J.R. and Henshaw, K. (1999). "Antioxidant vitamin and mineral supplementation for 
preventing age related macular degeneration". Cochrane Database of Systematic 
Reviews 1999, Issue 4. 
The EyeCare Trust (2003). Welcome to the Eye Ca re Trust web site. http://www.eyecare: 
information-service.org.uk/site/eyecaretrust.htm [Accessed: 21 July 2003]. 
Eysenbach, G., Diepgen, T.L., Gray, J.A.M., Bonati, M., Impicciatore, P., Pandolfini, C. 
and Arunachalam, S. (1998). "Towards quality management of medical information on 
the internet: evaluation, labelling, and filtering of information". British Medical Journal, 
317,1496-1502. 
Fallowfield, L. (2001). "Participation of patients in decisions about treatment for cancer". 
British Medical Journal 323, 114. 
Fang, D.S. (2000). "Age-related macular degeneration: update for primary care". American 
Family Physician, 61,3035-3042. 
Ford, N. (2005). "New cognitive directions", In: Spink, A. & Cole, C. (eds), New Directions 
in Cognitive Information Retrieval, pp. 81-96. Netherlands: Springer. 
Forster, R. and Gabe, J. (2008). "Voice or choice? Patient and public involvement in the 
National Health Service in England under New Labour". International Journal of Health 
Services, 38(2), 333-356. 
Foster, A. and Gilbert, C. (2000). "IAPB: Vision 2020 - The right to sight". British Journal of 
Visual Impairment, 18(3), 126-128. 
Fox, C., McKinnon, C., Wall, A. and Lawton, S.A. (2002). "Ability to handle, and patient 
preference for, insulin delivery devices in visually impaired patients with type 2 
diabetes". Practical Diabetes International, 19(4), 104-107. 
Fox, N., Hunn, A. and Mathers, N. (2001). New horizons: GMH 6010 research methods: a 
distance learning package (3rd edition). Sheffield: University of Sheffield Research 
Training Programme. 
283 
Fruchterman, J.R. (2003). "In the palm of your hand: a vision of the future technology for 
people with visual impairments". Journal of Visual Impairment and Blindness, 97(10), 
585-591. 
Fudge, N., Wolfe, C.D.A and McKevitt, C. (2008). "Assessing the promise of user 
involvement in health service development: ethnographic study". British Medical 
Journal, 336, 313-317. 
Gabel, S. and Peters, S. (2004). "Presage of a paradigm shift? Beyond the social model of 
disability toward resistance theories of disability". Disability and Society, 19(6), 585-
600. 
GDBA (2007). Independence and well-being in sight - developing the vision: a 
consultation paper on the future of rehabilitation services for visually impaired adults in 
England. Reading: The Guide Dogs for the Blind Association. 
George, S. (2002). "NHS Direct audited". British Medical Journal, 324, 560-559. 
Gerber, E. and Kirchner, C. (2001). "Who's surfing? Internet access and computer use by 
visually impaired youths and adults". Journal of Visual Impairment and Blindness, 
95(3), 176-181. 
Gerrish, K. and Lacey, A (2006). The research process in nursing. Oxford: Blackwell 
Publishing. 
Ghafour, M., Allan, D., Foulds, W.S. (1983). "Common causes of blindness and visual 
handicap in the West of Scotland". British Journal of Ophthalmology, 67, 209-213. 
Gibson, A, Hundt, G. and Stuttaford, M. (2005). Low vision project national evaluation 
report. Warwick: University of Warwick. 
Gibson, M. (2004). The role of technology in informing older people with sight loss about 
medicines. Leeds: University of Leeds. 
http://healthcare.leeds.ac.uk/paqes/research/pgres.htm [Accessed: 15 April 2005]. 
Gill, J. (2002). "The development of information and communication technology systems to 
include people with a visual impairment". Visual Impairment Research, 4(3),133-142. 
Gill, J. (2005). "Priorities for technological research for visually impaired people". Visual 
Impairment Research, 7(2/3), 59-62. 
Gill, J. (2006). "Pharmaceutical packaging and labelling for blind and partially sighted 
people". Pharmaceutical Technology Europe, 18(11), 34-38. 
Gilroy, R. (2005). "Meeting the information needs of older people: a challenge for local 
governance". Local Government Studies, 31 (1), 39-51. 
Glaser, B.G. and Strauss, A.L. (1967). "Discovery of grounded theory: strategies for 
qualitative research". Chicago: Aldine. 
Glazier, J.D. and Powell, R.R. (1992). "Qualitative research in information management". 
Englewood, Colorado: Libraries Unlimited, Inc. 
Goble, C" Harper, S. and Stevens, R. (2000). Travails of visually impaired web travellers. 
Manchester: Department of Computer Science, University of Manchester. 
http://www.simonharper.info/researchfpapers/shhtOO.pdf [Accessed: 22 October 2007]. 
Godber, J. (1999). "How open is your Opac?" Library Technology, 4(1), 12. 
Gomm, P., Needham, G. and Bullman, A (2000). Evaluating research in health and social 
care. London: The Open University in Association with Sage Publications. 
Goodrich, G.L. (2003). "Available and emerging technologies for people with visual 
impairment". Generations, 27(1), 64-70. 
Gray, R., Fitch, M., Davis, C. and Phillips, C. (2000). "Challenges of participatory research: 
reflections on a study with breast cancer self-help groups". Health Expectations, 3(4), 
243-252. 
Gregory, W. (1996). The informability manual: making information more accessible in the 
light of the Disability Discrimination Act. London: HMSO. 
284 
Griffiths, C., Kaur, G., Gantley, M., Feder, G., Hillier, S., Goddard, J. and Packe, G. (2001). 
"Influences on hospital admission for asthma in south Asian and white adults: 
qualitative interview study". British Medical Journal, 323(7319), 962-966A. 
Grills, A. and MacDonald, A. (1997). "An assessment of the pharmaceutical needs of the 
blind and partially sighted in Dumfries and Galloway". Pharmaceutical Journal, 259, 
381-384. 
Guba, E. and Lincoln, Y. (1989). Fourth generation evaluation. Newbury Park, California: 
Sage Publications. 
Hall, D., Boswell, C. and Mills, D. (2000). Health promotion with visually impaired people. 
Opinion Research Services Ltd on behalf of Wales Council for the Blind. 
Hall, J.A., Roter, D.L. and Katz, N.R. (1988). "Meta-analysis of correlates of provider 
behavior in medical encounters". Medical Care, 26, 657-675. 
Hammersley, M. (1987). "Some notes on the terms 'validity' and 'reliability'. British 
Educational Research Journal, 13(1}, 73-81. 
Hancock, B. (1998). An introduction to the research process. Leicester: Trent Focus for 
Research and Development in Primary Care. 
Hanley, B., Bradburn, J., Barnes, M., Evans, C., Goodare, H., Kelson, M., Kent, A., Oliver, 
S., Thomas, S. and Wallcraft, J. (2004). Involving the public in NHS, public health, and 
social care research: briefing notes for researchers. (2nd edition, edited by Roger 
Steel). Winchester: INVOLVE. 
Hart, R.A. (1992). Children's participation: from tokenism to citizenship. UNICEF 
International Development Centre. 
Hayes, B. (1999). "Availability of appropriately packaged information on sexual health for 
people who are legally blind". Australian Journal of Rural Health, 7, 155-159. 
Hendershot, G.E., Placek, P. J. and Goodman, N. (2006). "Taming the beast: measuring 
vision-related disability using the International Classification of Functioning". Journal of 
Visual Impairment and Blindness, 100, 806-823. 
Herxheimer, A. and Goodare, H. (1999). "Who are you and who are we?" Health 
Expectations, 2(1), 3-6. 
Higginbottom, G., Story, R., Rivers, K., Barber, R., Mohammed, A., Mohammed, B., Usef, 
M. and Calvo, C. (2006). An exploration of the needs of Somali visually impaired 
people in Sheffield. Research Briefing. Sheffield: University of Sheffield/ Horn of Africa 
Blind Society. 
Hopley, C., Carter, R. and Mitchell, P. (2003). "Measurement of the economic impact of 
visual impairment from age-related macular degeneration in Australia". Clinical and 
Experimental Ophthalmology, 31 (6),522-529. 
House of Commons (2000). Health and Social Care Bill 2001. London: The Department of 
Health. 
House of Commons Health Committee (2007). Patient and public involvement in the NHS: 
Third report of Session 2006-07, Volume 1. London: The Stationery Office Limited. 
Houston, J.D. and Fiore, D.C. (1998). "Online medical surveys: using the Internet as a 
research tool". M.D. Computing, 15(2), 116-120. 
Howe, A., Billingham, K and Waiters, C. (2002). "Helping tomorrow's doctors to gain a 
population health perspective - good news for community stakeholders". Medical 
Education, 36(4), 325-333. 
Huang, J.Y., Tung, M.C., Wang, K.M. and Chang, K.J. (2004). "A user interface for the 
visual impairment". Displays, 25(4), 151-157. 
Improving Lives Coalition (2005). Facing FACS: applying the eligibility criteria in "Fair 
access to care services" to adults with sight problems. London: RNIB. 
285 
INVOLVE (2006). A guide to reimbursing and paying members of the public who are 
actively involved in research: for researchers and research commissioners, (who may 
also be people who use services). Eastleigh, Hampshire: INVOLVE. 
Ivanoff, S.D. (1998). "Development of a health education programme for the elderly with 
age-related macular degeneration: a focus group". Patient Education and Counseling, 
34,63-73. 
Ivanoff, S.D., Sjostrand, J., Klepp, K.I., Lind, L.A. and Lindqvist, L. (1996). "Planning a 
health education programme for the elderly visually impaired person - a focus group 
study". Disability and Rehabilitation, 18, 515-522. 
Ivanoff, S.D., Sonn, U. and Svensson, E. (2002). "A health education program for elderly 
persons with visual impairments and perceived security in the performance of daily 
occupations: a randomized study". American Journal of Occupational Therapy, 56(3), 
322-330. 
Javed, K. (1993). Survey into the needs of visually impaired Asians. London: Association 
of Blind Asians. 
Jinks, M.J., Evenson, L.M. and Duncan, S. (2001). "Prescription label and container 
preferences in a geriatric population". Journal of Geriatric Drug Therapy,S, 55-76. 
Johnson, J. and Bytheway, B. (2001). "An evaluation of the use of diaries in the study of 
medication in later life". International Journal of Social Research Methodology, 4(3), 
183-204. 
Johnson, J.D. and Meischke, H. (1993). "A comprehensive model of cancer-related 
information-seeking applied to magazines". Human Communications Research, 19, 
343-367. 
Johnson, M. (1997). "Integrating models of disability".ln: Barton, L. and Oliver, M. (eds), 
Disability studies: past, present and future, pp. 281-287. Leeds: The Disability Press. 
Jones, A and Bugge, C. (2006). "Improving understanding and rigour through 
triangulation: an exemplar based on patient participation in interaction". Journal of 
Advanced Nursing, 55(5), 612-621. 
Jones, A and Tedd, L.A (2003). "Provision of electronic information services for the 
visually impaired: an overview with case studies from three institutions within the 
University of Wales". Journal of Librarianship and Information Science, 35(2), 105-114. 
Jones, R. and Pitt, N. (1999). "Health surveys in the workplace: comparison of postal, 
email and World Wide Web methods". Occupational Medicine, 49,556-558. 
Jones, R.K. (2000). "The unsolicited diary as a qualitative research tool for advanced 
research capacity in the field of health and illness". Qualitative Health Research, 10(4), 
555-567. 
Keil, S. (2008). Statistics - numbers of people with sight problems by age group in the UK. 
http://www.rnib.orq.uk/xpedio/groups/public/documents/PublicWebsite/public reS8?rcQ 
stats.hcsp [Accessed: 23 June 2008]. 
Kelson, M. (1997). User involvement: a guide to developing effective user involvement 
strategies in the NHS. London: College of Health. 
Kerruish, A (1995). "Basic human values - the ethos for methodology". Journal of 
Community and Applied Social Psychology,S, 121-143. 
Kinnell, M., Vu, L. and Creaser, C. (2000). Public library services for visually impaired 
people. USU Occasional Paper No. 26. Loughborough: USU. 
Kinnersley, P., Edwards, A, Hood, K., Ryan, R., Prout, H., Cadbury, N., MacBeth, F., 
Butow, P. & Butler, C. (2008). "Interventions before consultations to help patients 
address their information needs by encouraging their question asking: systematic 
review." British Medical Journal, 337, a485. 
Kirtley, D.D. (1975). The psychology of blindness. Chicago: Nelson-Hall. 
286 
Kitchen, R. (2000). "The researched opinions on research: disabled people and disability 
research". Disability and Society, 15(1}, 25-47. 
Kleinbeck, C. (2006). "Tools and techniques for visual impairment". Diabetes Self 
Management, 23(1}, 42-50. 
Knafl, KA. and Breitmayer, B.J. (1991). "Triangulation in qualitative research: issues of 
conceptual clarify and purpose". In: Morse, J.M. (ed.), Qualitative nursing research: a 
contemporary dialogue, London: Sage Publications. 
Knowles, E., Munro, J., O'Cathain, A. and Nicholl, J. (2006). "Equity of access to health 
care: evidence from NHS Direct in the UK". Journal of Telemedicine and Telecare, 
12(5},262-265. 
Krikelas, J. (1983). "Information-seeking behaviour- patterns and concepts". Drexel 
Library Quarterly, 19(2}, 5-20. 
Kuhlthau, C.C. (1991). "Inside the search process: information seeking from the user's 
perspective". Journal of the American Society for Information Science, 42(5), 361-371. 
Lacey, A and Luff, D. (2001). An introduction to qualitative data analysis. Leicester: Trent 
Focus for Research and Development in Primary Care. 
Landes, R. and Popay, J. (1993). '''My sight is poor, but I'm getting on now' : the health 
and social care needs of older people with vision problems". Health and Social Care in 
the Community, 1 (6),325-335. 
Larson, L.G. (2006). Understanding the needs of older people: a qualitative approach. 
Colorado: University of Colorado at Denver and Health Sciences Center. 
Lathlean, J. (2006). "Qualitative analysis". in: Gerrish, K. and Lacey, A. (eds.), The 
research process in nursing. Oxford: Blackwell Publishing. 
Leckie, G.J., Pettigrew, K.E. and Sylvain, C. (1996). "Modeling the information seeking of 
professionals: a general model derived from research on engineers, health 
professionals, and lawyers". Library Quarterly, 66(2), 161-193. 
Lee, H.K.M. and Scudds, R.J. (2003). "Comparison of balance in older people with and 
without visual impairment". Age and Ageing, 32(6), 643-649. 
Leichsenring, K (2004). "Providing integrated health and social care for older persons". In: 
Leichsenring, K. and Alaszewski, AM. (eds.), Providing integrated health and social 
care for older persons: a European overview [Introduction}. Aldershot: Ashgate. 
Leksell, J., Sandberg, G. and Wikblad, K (2006). "Experience of an educational 
programme for individuals with blindness caused by diabetes". European Diabetes 
Nursing, 3(2), 86-91. 
Levy, G. (1997). "Hidden from sight? The access of multiply disabled people to services for 
the visually impaired". British Journal of Visuallmpairmenf, 15(3), 99-103. 
Lewis, A (2004). A user survey of the experiences of blind and visually impaired people 
using electronic information services. M.Sc. Information and Library Studies 
Dissertation, Aberdeen: Department of Information Management, Aberdeen Business 
School, The Robert Gardon University. 
Lewis, J. (2001). "Older people and the health-social care boundary in the UK: half a 
century of hidden policy conflict". Social Policy and Administration, 35(4), 343-359. 
Leydon, G.M., Boulton, M., Moynihan, C., Jones, A., Mossman, J., Boudioni, M. and 
McPherson, K. (2000). "Cancer patients' information needs and information seeking 
behaviour: in depth interview study". British Medical Journal, 320(1 April 2000), 909-
913. 
Lincoln, Y.S. and Guba, E.G. (1985). Naturalistic inquiry. Beverly Hills, CA: Sage 
Publications. 
Lomas, G.M. and Vaughan, H. (1987). Working together - the scope for improving working 
links between RNIB and local societies for the blind. London: RNIB. 
287 
Lomas, G.M. (1998). Low vision in the UK: toward a framework for delivering low vision 
care. London: Partially Sighted Society. 
Lomas, G.M. (2000). "Local action over sight loss". British Journal of Visual Impairment, 
18(3),95-100. 
Lovelock, R., Powell, J. and Craggs, S. (1995). Shared territory: assessing the social 
support needs of visually impaired people. London: Joseph Rowntree Foundation. 
Luchtenberg, M., Kuhli-Hattenbach, C., Sinangin, Y., Ohrloff, C. and Schalnus, R. (2008). 
"Accessibility of health information on the Internet to the visually impaired user". 
Ophthalmologica, 222(3), 187-193. 
Macaulay, A.C., Commanda, L.E., Freeman, W.L., Gibson, N., McCabe, M.L., Robbins, 
C.M. and Twohig, P.L. (1999). "Participatory research maximises community and lay 
involvement". British Medical Journal, 319, 774-778. 
Machell J. (1996) Library and information services for visually impaired people: national 
guidelines. London: Resource, the Council for Museums, Archives and Libraries. 
Machlup, F. (1983). "Semantic quirks in studies of information". In: Machlup, F. and 
Mansfield, U. (eds.), The study of information, pp. 641-671. New York: John Wiley and 
Sons. 
Mahoney, E.K., Kumar, N. and Porter, S.R. (2008). "Effect of visual impairment upon oral 
health care: a review". British Dental Journal, 204, 63-67. 
Margiotta, P., Raynes, N., Pagidas, D., Lawson, J. and Temple, B. (2003). Are you 
listening? Current practice in information, advice and advocacy services for older 
people. York: Joseph Rowntree Foundation. 
Margrain, T.H. (2000). "Helping blind and partially sighted people to read: the effectiveness 
of low vision aids". British Journal of Ophthalmology, 84, 919-921. 
Marsland, D., Leoussi, A.S. and Norcross, P. (1994). "Disability abated: audio-cassettes 
for the visually impaired". Journal of the Royal Society of Health, 114, 29-32. 
Masey, H. (1997). The support and information needs of newly registered visually impaired 
people. Research Report. London: RNIS Corporate Planning and Evaluation. 
Maslow, A. (1968). Towards a psychology of being. New York: Van Nostrand. 
Mason, J. (1998). Qualitative researching. London: Sage Publications. 
Mathers, N., Fox, N. and Hunn, A. (1998). Surveys and questionnaires. Leicester: Trent 
Focus for Research and Development in Primary Care. 
Mavis, S.E. and Srocato, J.J. (1998). "Postal surveys versus electronic mail surveys". 
Evaluation and The Health Professions, 21 (3),395-408. 
May, S.J. (2001). "Patient satisfaction with management of back pain: part 2: an 
explorative, qualitative study into patients' satisfaction with physiotherapy". 
Physiotherapy, 87(1), 10-20. 
McConkey, R. (1998). "Matching services to client needs: a research agenda for the new 
century". Journal of Learning Disabilities for Nursing, Health and Social Care, 2, 57-59. 
McCreadie. M. and Rice, R.E. (1999a). "Trends in analysing access to information. Part I: 
cross-disciplinary conceptualisations of access". Information Processing and 
Management, 35(1), 45-76. 
McCreadie. M. and Rice, R.E. (1999b). "Trends in analysing access to information. Part 11: 
unique and integrating conceptualisations". Information Processing and Management, 
35(1),77-99. 
McDonald, H. and Adam, S. (2003). "A comparison of online and postal data collection 
methods in marketing research". Marketing Intelligence and Planning, 21 (2),85-95. 
McKenna. K. (2001). "Meaningful review is still outstanding" [letter]. British Medical 
Journal, 322(7286), 611. 
McLaughlan, S. (2006). Open your eyes [Campaign Report]. London: RNIS. 
288 
McLauglan, B., Lightstone, A. and Winyard, S. (2006). A question of independence. 
Cannock, Staffordshire: AMD Alliance UK. 
McLeod, H., Dickinson, H., Williams, I., Robinson, S. and Coast, J. (2006). Evaluation of 
the chronic eye care services programme: final report. Birmingham: Health Services 
Management Centre. 
Mehta, P. (2007). Recommended standards for low vision services. London: NHS Eyecare 
Services Programme. 
Miles, M.B. and Hubermann, AM. (1994) Qualitative data analysis: an expanded 
sourcebook (2nd edition). London: Sage Publications. 
Miller, S. (1997). "Theory, experiment and practical application in research on visual 
impairment". European Journal of Psychology of Education, 12, 415-430. 
Minford, M. (2001). The boundaries between health and social care for older people in 
developed countries. London: The Nuffield Institute. 
Minkes, J., Townsley, R., Weston, C. and Williams, C. (1995). "Having a voice: involving 
people with learning difficulties in research". British Journal of Learning Disabilities, 23, 
94-97. 
Minogue, V., Boness, J., Brown, A and Girdlestone, J. (2005). "The impact of user 
involvement in research". International Journal of Health Care Quality Assurance, 8(2), 
103-112. 
Mishler, E. G., (1990). "Validation in inquiry-guided research: the role of exemplars in 
narrative studies". Harvard Education Review, 60, 415-442. 
Moore, J.E., Armstrong, G.K., Lamb, A.M. and Giesen, J.M. (1992). Information and 
referral needs of persons with partial sight. Journal of Rehabilitation Administration, 16. 
84-100. 
Moore, L.W. and Miller, M. (2003). "Older men's experiences of living with severe visual 
impairment". Journal of Advanced Nursing, 43(1), 10-18. 
Moore, M., Beazley, S. and Maelzer, J. (1998). Researching disability issues. Buckingham: 
Open University Press. 
Moore, N. (2000). The information needs of visually impaired people: a review of research 
for the RNIB. London: Acumen. 
Moore, N. (2002). "A model of social information need". Journal of Information Science, 
28(4),297-303. 
Morse, J.M. and Field, P.A. (1995). Qualitative research methods for health professionals 
(2nd edition). Thousand Oaks, California: Sage Publications. 
Munro, J., Nicholl, J., O'Caithan, A and Knowles, E. (1998). Evaluation of NHS Direct first 
wave sites. First interim report to the Department of Health. Sheffield: Medical Care 
Research Unit. 
Munro, J., Nicholl, J., O'Caithan, A. and Knowles, E. (2000). Evaluation of NHS Direct first 
wave sites. Second interim report to the Department of Health. Sheffield: Medical Care 
Research Unit. 
Munro, J., Nicholl, J., O'Caithan, A, Knowles, E. and Morgan, A. (2001). Evaluation of 
NHS Direct first wave sites. Final report of the phase 1 research. Sheffield: Medical 
Care Research Unit. 
Munro, J., Clancy, M., Knowles, E., Sampson, F. and Nichol!. J. (2003). Evaluation of NHS 
Direct: impact and appropriateness. Sheffield: Medical Care Research Unit. 
Murphy, E., Kuber, R., McAllister, G., Strain, P. and Yu, W. (2007). "An empirical 
investigation into the difficulties experienced by visually impaired Internet users". 
Accepted for publication in Universal Access in the Information Society Journal. 
Murray, E., Lo, B., Pollack, L., Donelan, K., Catania, J., Lee, K., Zapert, K. and Turner, R. 
(2003). "The impact of health information on the Internet on health care and the 
physician-patient relationship: national US survey among 1,050 physicians". Journal of 
289 
Medical Internet Research, 5(3): e17. http:Uwww.jmir.org/2003/3/e17 [Accessed: 18 
November 2007]. 
NALSVI (2006). Welcome to the NALSVI web site. 
http:Uwww.nalsvi.cswebsites.org/default.aspx?page=l 066 [Accessed: 13/03/07]. 
National Statistics (2001). Survey of the needs and lifestyles of visually impaired adults in 
Great Britain and Northern Ireland. London: RNIB. 
http://www.statistics.gov.uk/ssd/surveys/survey needs lifestyles visually impaired ad 
ults.asp [Accessed: 18 November 2007]. 
National Statistics (2003). The National Statistics Socio-Economic Classification (NS-
SEC). London: National Statistics. Available: 
http:Uwww.statistics.gov.uk/methods quality!ns sec/ [Accessed: 07 November 2003J. 
Nelson, E.A. (1999). "Questions for surveys". Nursing Times Learning Curve, 3,5-7. 
Nemec, V., Mikovec, Z. and Slavik, P. (2003). "Adaptive navigation of visually impaired 
users in a virtual environment on the World Wide Web. Universal access: theoretical 
perspectives, practice, and experience". Lecture Notes in Computer Science, 2615, 68-
79. 
Nettleton, S. (1995). The sociology of health and illness. Cambridge: Polity Press. 
NHS Centre for Reviews and Dissemination (2001). Undertaking systematic reviews of 
research on effectiveness. CRD's guidance for those carrying out or commissioning 
reviews. CRD Report 4. (2nd edition). York: NHS Centre for Reviews and 
Dissemination, University of York. 
NHS Direct (2007). NHS Direct. http://www.nhsdirect.nhs.uk/ [Accessed: 18 November 
2007]. 
NHS Executive (1998). Information for health: an information strategy for the modern NHS 
1998-2005. London: NHS Executive. 
NHS Executive (1999). Involvement works. Leeds: NHS Executive Research and 
Development Directorate. 
NICE (2003). The clinical effectiveness and cost effectiveness of photodynamic therapy for 
age related macular degeneration. London: National Institute for Health and Clinical 
Excellence (NICE). 
http://www.nice.org.uk/quidance/index.jsp?action=byIDandr=trueando=11512 
[Accessed: 18 November 2007]. 
NICE (2008). Pegaptanib and ranibizumab for the treatment of age-related macular 
degeneration. London: National Institute for Health and Clinical Excellence (NICE). 
Nicholas, D. (2000). Assessing information needs: tools, techniques and concepts for the 
Internet age. London: Aslib, the Association for Information Management and 
Information Management International. 
Nielsen, J. (2000). Designing web usability. Indianapolis: New Riders Publishing. 
Nilsen, E.S., MyrhauQ, H.T., Johansen, M., Oliver, S. and Oxman, A.D. (2006). Methods of 
consumer involvement in developing health care policy and research, clinical practice 
guidelines and patient information material. Cochrane Database of Systematic 
Reviews 2006, Issue 3, Art. No.: CD004563. 
Nolan, M. and Behi, R. (1995). 'Triangulation: the best of all worlds?" British Journal of 
Nursing, 4(14), 829-832. 
Nzegwu, F. (2004). The experiences of visually impaired users of the NHS. Reading: The 
Guide Dogs for the Blind Association. 
Nzegwu, F. (2005). Enhancing care provision for blind and partially Sighted people in GP 
surgeries: guidelines for best practice. Reading: The Guide Dogs for the Blind 
Association. 
290 
O'Caithan, A, Goode, J., Luff, D., Strangleman, T.. Hanlon, G. and Greatbatch, D. (2005). 
"Does NHS Direct empower patients?" Social Science and Medicine, 61 (8): 1761-
1771. 
O'Caithan, A., Munro, J.F., Nicholl, J.P. and Knowles, E. (2000). "How helpful is NHS 
Direct? Postal survey of callers". British Medical Journal, 320, 1035. 
Office for Public Management (2008). Evaluation of information prescriptions: final 
summary report. London: Office for Public Management, the University of York and 
GfK NOP. 
Office of Public Sector Information (1990). NHS and Community Care Act 1990. London: 
Office of Public Sector Information. 
http:Uwww.opsLgov.uk/ACTS/acts1990/Ukpga 19900019 en 1.htm [Accessed: 18 
November 2007]. 
Office of Public Sector Information (1995). Disability Discrimination Act 1995. 
http://www.opsLgov.uk/acts/acts1995/1995050.htm [Accessed: 18 November 2007]. 
Oliver, M. (1992). "Changing the social relations of research production". Disability, 
Handicap and Society, 7,101-104. 
Oliver, S. (1995). "How can health service users contribute to the NHS research and 
development agenda?" British Medical Journal, 310, 1318-1320. 
Oliver, S., Clarke-Jones, L., Rees, R., Milne, R., Buchanan, P., Gabbay, J., Gyte, G., 
Oakley, A. and Stein, K. (2004). "Involving consumers in research and development 
agenda setting for the NHS: developing an evidence-based approach". Health 
Technology Assessment, 8(15). 
Oliver, S., Milne, R., Bradburn, J., Buchanan, P., Kerridge, L., Walley, T. and Gabbay, J. 
(2001). "Involving consumers in a needs-led research programme: a pilot project". 
Health Expectations, 4 (1), 18-28. 
Oliver, S., Rees, R.W., Clarke-Jones, L., Milne, R., Oakley, A.R., Gabbay, J., Stein, K., 
Buchanan, P. and Gyte, G. (2008). "A multideiminsional conceptual framework for 
analysing public involvement in health services research". Health Expectations, 11, 72-
84. 
Oppenheim, C. and Selby, K (1999). "Access to information on the world wide web for 
blind and visually impaired people". Aslib Proceedings, 51 (1 0),335-345. 
Owen, J. (2003). "Making your website accessible". Update, 2(1), 48-49. 
Palfreyman, S.J., Drewery-Carter, K, Rigby, K., Michaels, J.A. and Tod, AM. (2004). 
"Varicose veins: a qualitative study to explore expectations and reasons for seeking 
treatment". Journal of Clinical Nursing, 13(3), 332-340. 
Papadopoulos, I. and Scanlon, K. (2002a). The needs of visually impaired people resident 
in the London Borough of Enfield, Report No. 4, The Final Report. London: Research 
Centre for Transcultural Studies in Health, Middlesex University. 
Papadopoulos, I. and Scanlon, K (2002b). "The use of audio diaries in a study with 
visually impaired people". Journal of Visual Impairment and Blindness, 96(6), 456-459. 
Parette, H.P., Van Biervliet, A and Holbrook, M.C. (1990). "Technological needs of 
visually impaired and blind persons in Arkansas". Journal of Visual Impairment and 
Blindness, 84, 534-538. 
Pascolini, D., Mariotti, S.P., Pokharel, G.P., Pararajasegaram, R., Etya'ale, D., Negrel, 
AD. and Resnikoff, S. (2004). "2002 global update of available data on visual 
impairment: a compilation of population-based prevalence studies". Ophthalmic 
Epidemiology, 11 (2), 67-116. 
Patton, M.O. (2002) Qualitative research and evaluation methods (3 rd edition). London: 
Sage Publications Ltd. 
Payne, S. (2002). "Balancing information needs: dilemmas in producing patient information 
leaflets". Proceedings of iSHIMR. Sheffield. 
291 
Payne, S., Kerr, C., Hawker, S., Hardey, M. and Powell, J. (2002). "The communication of 
information about older people between health and social care practitioners". Age and 
Ageing, 31: 107-117. 
Percival, J. and Hanson, J, (2005). "'I'm like a tree a million miles from the water's edge': 
social care and inclusion of older people with visual impairment". British Journal of 
Social Work, 35(2), 189-205. 
Percival, J. and Hanson, J. (2007). '''I don't want to live for the day any more': visually 
impaired people's access to support, housing and independence". British Journal of 
Visual Impairment, 25(1), 51-67. 
Petterson, T. (1994). "How readable are the hospital information leaflets available to 
elderly patients?" Age and Ageing, 23, 14-16. 
Pey, T., Nzegwu, F. and Dooley, G. (2007). Functionality and the needs of blind and 
partially-sighted adults in the UK: a survey. Reading: The Guide Dogs for the Blind 
Association. 
Pirolli, P. and Card, S.K. (1999), "Information foraging". Psychological Review, 106, 643-
675. 
Pollock, A.M., Price, D., Talbot-Smith, A and Mohan, J. (2003). "NHS and the Health and 
Social Care Bill: end of Bevan's vision?" British Medical Journal, 327, 982-985. 
Pope, C. and Mays, N. (1999). Qualitative research in health care (2nd edition). London: 
BMJ Books. 
Raynor, D.K. and Knapp, P.R. (2000). "Do patients see read and retain the new mandatory 
medicines information leaflets?". Pharmaceutical Journal, 264,268-270. 
Reidy, A, Minassian, D.C., Vafidis, G., Joseph, J., Farrow, S., Wu. J., Desai, P. and 
Connolly, A (1998). "Prevalence of serious eye disease and visual impairment in a 
north London population: population based, cross sectional study". British Medical 
Journal, 316, 1643-1646. 
Resnikoff, S., Pascolini, D., Etya ale, D., Kocur, I., Pararajasegaram, R., Pokharel, G.P. 
and Mariotti, S.P. (2004). "Global data on visual impairment in the year 2002". Bulletin 
- World Health Organization, 82(11). 844-851. 
Rhodes, P., Nocon, A., Booth, M., Chowdrey, M.Y., Fabian, A, Lambert, N., Mohammed, 
F. and Walgrove, T. (2002). "A service users' research advisory group from the 
perspectives of both service users and researchers". Health and Social Care in the 
Community, 10 (5),402-409. 
Richards, L. (2003). Vision problems, what now? The ever open door. Access to services 
and information: a guide to help all visually impaired people in the Sheffield area. 
Sheffield: Sheffield Visually Impaired Peoples' Group. 
Richardson, S. and Asthana, S. (2006). "Inter-agency information sharing in health and 
social care services: the role of professional culture". British Journal of Social Work, 
36(4),657-669. 
Ritchie, J. and Lewis, J. (2003). Qualitative research practice: a guide for social science 
students and researchers. London: Sage Publications Ltd. 
Ritchie, J. and Spencer, L. (1994). "Qualitative data analysis for applied policy research". 
in: Bryman, A and Burgess, R G. (eds.), Analyzing qualitative data, pp. 173-194. 
London: Routledge. 
Ritchie, J., Spencer, E. and O'Connor, W. (2005). "Carrying out qualitative analysis".!!:!: 
Ritchie, J. and Lewis, J. (eds), Qualitative research practice: a guide for social science 
students and researchers. London: Sage Publications Ltd. 
RNIB (1998a). Lost vision: older visually impaired people in the UK. Campaign Report 6. 
London: RNIB. 
RNIB (1998b). '1/1 informed'. Campaign Report 7. London: RNIS. 
292 
RNIS (2001a). RNIB See it Right Pack. London: RNIS. 
http://www.rnib.org.uk/seeitright/welcome.htm [Accessed: 20 December 2001]. 
RNIS (2001 b). Improving lives: priorities in health and social care for blind and partially 
sighted people. London: RNIS. 
http:Uwww.rnib.org.uk/olderpeople/seechange/improvinglives/welcome.htm [Accessed: 
3 June 2003]. 
RNIS (2001 c). Information rights: accessible information for blind and partially sighted 
people, Campaign Report 17. London: RNIS. 
RNIS (2002a). All about registering as blind or partially sighted. London: RNIS. 
http://www.rnib.org.uk/sightlos/reg.htm [Accessed: 04 November 2002]. 
RNIS (2002b). Frequently asked questions about blindness. London: RNIS. 
http://www.rnib.org.uk/wesupply/fctsheet/shortgu.htm [Accessed: 20 January 2003]. 
RNIS (2003a). Understanding cataracts. London: Royal College of Ophthalmologists/ 
RNIS. http://www.rnib.orq.uk/info/cataract.htm [Accessed: 31 March 2003]. 
RNIS (2003b). About the Disability Discrimination Act. "Reasonable adjustments" in 
accessing good, facilities and services. London: RNIS. 
http://www.rnib.org.uk/xpedio/groups/public/documents/publicwebsite/public rnip0035q 
1.hcsp [Accessed: 15 July 2003]. 
RNIS (2007). Consultation on the draft UK Vision Strategy: setting the direction for eye 
health and sight loss services. London: RNOB/ VISION 202. 
http://www.rnib.org.uk/xpedio/groups/public/documents/publicwebsite/public 2020con~ 
ultdownloadp.pdf [Accessed: 18 November 2007]. 
RNIS (2008). UK vision strategy: setting the direction for eye health and sight loss 
services. London: VISION 2020 and RNIS. 
RNIS Cymru (2001). Accessible information services. 
www.rnib.org.uk/services/cymru/accessinfo.htm. Cardiff: Royal National Institute for the 
Slind (RNIS) Cymru. 
Robinson, R., Deutsch, J., Jones, H.S., Youngson-Reilly, S., Hamlin, D.M., Dhurjon, L. and 
Fielder, A.R. (1994). "Unrecognised and unregistered visual impairment". British 
Journal of Ophthalmology, 78, 736-740. 
Robson, C. (1993). Real world research: a resource for social scientists and practitioner-
researchers. Oxford: Blackwell. 
Rose, D., Fleischmann, P., Tonkiss, F., Campbell, P. and Wykes, T. (2002). User and 
carer involvement in change management in a mental health context: review of the 
literature. London: National Co-ordinating Centre for NHS Service Delivery and 
Organisation Research and Development. 
Ross, M. (2002). "Quality in Web design for visually impaired users". Software Quality 
Journal, 10, 285-298. 
Ross, F., Donovan, S., Brearley, S., Victor, C., Cottee, M., Crowther, P. and Clark, E. 
(2005). "Involving older people in research: methodological issues". Health and SocIal 
Care in the Community, 13(3), 268-275. 
Royal College of Ophthalmologists (2000). Age related macular degeneration guidelines. 
London: Royal College of Ophthalmologists. 
http://www.rcophth.ac.uk/docs/publications/ARMDGuidlines.pdf [Accessed: 14 April 
2003]. 
Royal College of Ophthalmologists (2002a). Understanding glaucoma. London: Royal 
College of Ophthalmologists/ RNIS. [Accessed: 14 April 2003]. 
Royal College of Ophthalmologists (2002b). Understanding age-related macular 
degeneration. London: Royal National Institute for the Blind. 
http://www.rnib.org.uk/info/macdegen.htm [Accessed: 31 March 2003]. 
293 
Rubinstein, M.P., Currie, AD.M., Rundstrom, M.M. and Amoaku, W.M.A (2003). "Low 
vision devices and the diabetic patient". The British Journal of Visual Impairment, 
21(3).115-117. 
Sandelowski, M. (1995). "Triangles and crystals: on the geometry of qualitative research". 
Research in Nursing and Health, 18(6),569-574. 
Savolainen, R. (1995), "Everyday life information seeking: approaching information 
seeking in the context of way of life". Library and Information Science Research, 17, 
259-294. 
Schement, J.R. and Ruben, B.D. (Eds) (1993). "Between communication and information ". 
Information and Behavior, 4. New Brunswick, New Jersey: Transaction Publications. 
Schnuth, M.L. (1977). "Dental health education for the blind". Dental Hygiene, 51,499-501. 
SCIE (2007a). Knowledge review 17. Developing social care: service users driving cultural 
change. London: Social Care Institute for Excellence (SCIE). 
SCIE (2007b). Position paper 9. Developing measures for effective service user and carer 
participation. London: Social Care Institute for Excellence (SCIE). 
SCIE (2007c). Practice guide 11. The participation of adult service users, including older 
people, in developing social care. London: Social Care Institute for Excellence (SCIE). 
SCIE (2007d). Resource guide 7. Participation: finding out what difference it makes. 
London: Social Care Institute for Excellence (SCIE). 
Seale, C. (1998). Researching society and culture. London: Sage Publications. 
Seddon, J.M., Willett, W.C., Speizer, F.E. and Hackinson, S.E. (1996). "A prospective 
study of cigarette smoking and age-related macular disease in women". Journal of the 
American Medical Association, 276, 1141-1146. 
Sheffield City Council (2004). Sheffield's new wards - a census profile. 
http:Uwww.sheffield.gov.uk/facts--figures/2001-census/newwards [Accessed: 15 April 
2004]. 
Silberg, W.M., Lundberg, G.D. and Musacchio, R.A. (1997). "Assessing, controlling and 
assuring the quality of medical information on the Internet". Journal of The American 
Medical Association, 277(15), 1244-1245. 
Silverman, D. (2002). Interpreting qualitative data: method for analysing talk, text and 
interaction (2nd edition). London: Sage Publications. 
Silvestri, T.G., Johnson, P.B. and Hughes, A.E. (1994). "Is genetic predisposition an 
important risk factor in age-related macular disease?" Eye, 8, 564-568. 
Simpson, E.L. and House, A.O. (2002). "Involving users in the delivery and evaluation of 
mental health services: systematic review". British Medical Journal, 325, 1265-1268. 
Simpson, J.A and Weiner, E.S.C. (1989). The Oxford English Dictionary (2nd edition). 
Oxford: Clarendon Press. 
Sinks, S. and King, J. (1998). Adults with disabilities: perceived barriers that prevent 
Internet access. Paper presented at the CSUN 1998 Conference, Los Angeles, March. 
http://accessability.noie.gov.au/view.cfm?resource id-499 [Accessed: 18 November 
2007]. 
Smeeth, L. and lliffe, S. (2006). "Community screening for visual impairment in the 
elderly". Cochrane Database of Systematic Reviews 1998, Issue 3. 
Smith, E., Ross, F., Donovan, S., Manthorpe, J., Brearley, S., Sitzia, J. and Beresford, P. 
(2008). "Service user involvement in nurSing, midwifery and health visiting research: a 
review of evidence and practice". International Journal of Nursing Studies, 45, 298-
315. 
Smith, W., Mitchell, P. and Leeder, S.R. (1996). "Smoking and age-related maculopathy. 
The Blue Mountain eye study". Archives of Ophthalmology, 114, 1518-1523. 
The Smith and Williamson Group (1997). Review of RNIB's relationship with local 
societies. London: RNIB. 
294 
Social Services Inspectorate (1998). Signposts to services inspection of social services 
information to the public. London: Social Services Inspectorate. 
Spink, A. and Cole, C. (2004), "A human information behavior approach to the philosophy 
of information". Library Trends, 52(3), 373-380. 
Spink, A and Cole, C. (2006). "Human information behaviour: integrating diverse 
approaches and information use". Journal of the American Society for Information 
Science and Technology, 57(1), 25-35. 
Stein, C.E. and Kalache, A. (1999). "Ageing: a global perspective" [editorial]. Journal of 
Community Eye Health, 12(29), 1-4. 
Strauss. A. and Corbin, J. (1998). Basics of qualitative research: techniques and 
procedures for developing grounded theory (2nd edition). Thousand Oaks: Sage 
Publications. 
Swain, D., Ellins, J., Coulter, A., Heron, P., Howell, E., Magee, H., Cairncross, E., 
Chisholm, A and Rasul, F. (2007). Accessing information about health and social care 
services. Oxford: Picker Institute Europe. http:Uwww.pickereurope.org/page.php?id=20 
[Accessed: 29 May 2007]. 
Tate, R., Smeeth, L., Evans, J., Fletcher, A, Owen, C. and Rudnicka, A (2005). The 
prevalence of visual impairment in the UK: a review of the literature. London: RNIB. 
http://www.rnib.orq.uk/xpedio/groups/public/documents/PublicWebsite/public prevalen 
cereport.doc [Accessed: 29 May 2007]. 
Taylor, H.R. and Keeffe, J.E. (2001). "World blindness: a 215\ century perspective". British 
Journal of Ophthalmology, 85, 261-266. 
Telford, R., Beverley, C.A., Cooper, C.L. and Boote, J. (2002). "Consumer involvement in 
health research: fact or fiction?" British Journal of Clinical Governance, 7 (2), 92-103. 
Telford, R., Boote, J. and Cooper, C. (2004). "What does it mean to involve consumers 
successfully in NHS research? A consensus study". Health Expectations, 7, 209-220. 
Tester, S. (1992). Common knowledge: a co-ordinated approach to information-giving. 
London: Centre for Policy on Ageing. 
Tod, A.M., Lacey, E.A and McNeill, F. (2002). '''I'm still waiting ... ': barriers to accessing 
card iac rehabilitation services". Journal of Advanced Nursing, 40 (4), 421-431 . 
Treseder, P. (2004). Empowering children and young people training manual: promoting 
involvement in decision making. London: Save the Children. 
Ullah, W., Theivendra, A, Sood, V., Vasireddy, A. and Maryon-Davis, A. (2003). "Men and 
older people are less likely to use NHS Direct" [Letter]. British Medical Journal, 326, 
710. 
University of Birmingham (2008). Braille dot height research: investigation of Braille dot 
elevation on pharmaceutical products. Birmingham: Visual Impairment Centre for 
Teaching and Research (VICTAR), University of Birmingham. 
Uslan, M.M., Eghtesadi, K. and Burton, D. (2003). "Accessibility of blood glucose 
monitoring systems for blind and visually impaired people". Diabetes Technology and 
Therapeutics, 5(3), 439-448. 
van der Molen, B. (2007). "Providing patient information - Part 1: assessing information 
needs of patients". European Journal of Cancer Care, 16. 312. 
van der Pols, J.C., Bates, C., McGraw, P.V., Thompson, J.R., Reacher, M., Prentice, A. 
and Finch, S. (2000). "Visual acuity measurements in a national sample of British 
Elderly People". British Journal of Ophthalmology, 84(2),165-170. 
van Eijken, M., Tsang, S., Wensing, M., de Smet, P.A.G.M. and Grol, R.P.T.M. (2003). 
"Interventions to improve medication compliance in older patients living in the 
community: a systematic review of the literature". Drugs and Aging, 20(3), 229-240. 
Virgili, G. and Acosta, R. (2006). "Reading aids for adults with low vision". Cochrane 
Database of Systematic Reviews 2006, Issue 4. 
295 
VISION 2020 UK (2006). VISION 2020 UK. Report of the conference held on 29 June 
2006 at the Britannia Conference Centre, London. 
Waldrop, S. (2001). Preventing childhood blindness. International Agency for Prevention of 
Blindness (IAPB) EMR Newsletter. 
http://www.iapbemr.org/newsletter.asp?letter=August2001 %5C4 [Accessed: 14 April 
2003] 
Wales Council for the Blind (2002). Information systems strategy for visual impairment. 
http://www.wcb-ccd.org.uk/English[Technology/infstrategy.htm [Accessed 26 
November 2002]. 
Waiter, I., Nutley, S., Percy-Smith, J., McNeish, D. and Frost, S. (2004). Improving the use 
of research in social care practice. Knowledge Review 7. London: Social Care Institute 
for Excellence (SCIE). Available: 
http:U19S.19S.162.67 /publications/knowledgereviews/kr07 .pdf [Accessed: 29 October 
2004]. 
Welbourne, A, Lifscitz, S., Selvin, H. and Green, R. (1983). "A comparison of the sexual 
learning experiences of visually impaired and sighted women". Journal of Visual 
Impairment and Blindness, 77, 256-259. 
Wilier, S.M. and Mangan, C.E. (1983). "Interesting effects of information and coping style 
in adapting to gynaecological stress: should a doctor tell all?" Journal of Personality 
and Social Psychology, 45, 223-236. 
Williams, AS. (2002). "A focus group study of accessibility and related psychosocial 
issues in diabetes education for people with visual impairment". Diabetes Educator, 
28(6),999-1008. 
Williams, A. (2007). "Diabetes information to the visually impaired". Diabetes Self 
Management, 24(1), 38-44. 
Williams, M. (1993). The needs of visually impaired people within the region of Strathclyde, 
Scotland. Glasgow: Glasgow and West of Scotland Society for the Blind. 
Williams, P., Nicholas, D. and Huntington, P. (2003). "Health information on the Internet: a 
qualitative study of NHS Direct Online users". Aslib Proceedings, 55(5/6), 304-312. 
Williamson, K. (1995). Older adults: information, communication and telecommunications. 
Ph.D. thesis. Melbourne: Department of Social Sciences, RMIT. 
Williamson, K. (1998). "Discovered by chance: the role of incidental information acquisition 
in an ecological model of information use". Library and Information Science Research, 
20(1), 23-40. 
Williamson, K. and Schauder, D. (1999). "Information seeking by blind and sight impaired 
citizens: an ecological study". Information Research [online], 5(4), 
http://lnformationR.net/ir/S-4/paper79.html[Accessed: 01 November 2001]. 
Williamson, K., Schauder, D. and Bow, A. (2000). "Information seeking by blind and sight 
impaired citizens: an ecological study". Information Research, 5(4), 
http://informationr.net/ir/5-4/paper79.html[Accessed: 22 August 2003]. 
Williamson, K., Wright, S., Schauder, D. and Bow, A (2001). "The Internet for the blind 
and visually impaired". Journal of Computer-Mediated Communication, 7(1) [Online]. 
http://jcmc.indiana.edu/voI7/issue1/williamson.html[Accessed: 18 November 2007]. 
Willis, M. et al. (2005). "Visual impairment: the needs of people with sight problems in the 
context of the adult green paper". Community Care, 1580, 32-33. 
Wilson, T.D. (1981). "On user studies and information needs". Journal of Documentation, 
37(1),3-15. 
Wilson, T.D. (1994). "Tools for the analysis of business information needs". Aslib 
Proceedings, 46(1),19-23. 
Wilson, T.D. (1997). "Information behaviour: an interdisciplinary perspective". Information 
ProceSSing and Management, 33(4). 551-572. 
296 
Wilson, T.D. (1999). "Models in information behaviour research". Journal of 
Documentation, 55(3), 249-270. 
Wilson, T.D. (2000). "Human information behaviour". Informing Science [Online], 3(2), 49-
55. http:Uinform.nu/ArticlesNols/v3n2p49-56.pdf [Accessed: 22 November 2005]. 
Wilson, T.D. and Walsh, C. (1996). Information behaviour: an interdisciplinary perspective. 
(British Library Research and Innovation Report 10). Sheffield: University of Sheffield, 
Department of Information Studies. 
Winter (2000). "Comparative discussion of the notion of 'validity' in qualitative and 
quantitative research". The Qualitative Report [Online], 4(3/4). 
http:Uwww.nova.edu/sss(OR/OR4-3/winter.html[Accessed: 8 October 2007]1 
Wolcott, H.F. (1990). "On seeking, and rejecting, validity in qualitative research. m: Eisner, 
E.W. and Peshkin, A. (Eds), Qualitative inquiry in education: the continuing debate, pp. 
121-152. New York: Teachers College Press. 
Wolffe, K.E., Candela, T. and Johnson, G. (2003). "Wired to work: a qualitative analysis of 
assistive technology training for people with visual impairments". Journal of Visual 
Impairment and Blindness, 97(11),677-694. 
World Health Organisation (1980). International Classification of Impairment, Disabilities 
and Handicap. Geneva: WHO. 
World Health Organisation (1997). Blindness and visual impairment fact sheet. 
http://www.who/int/inf-fs/en/fact142.html[Accessed: 30 October 2002]. 
World Health Organisation (2001 a). International Classification of Functioning, Disability 
and Health. Geneva: WHO. 
World Health Organisation (2001 b). Data on visual impairment. 
http://www.who.intlpbd/pbl/data.htm [Accessed: 18 December 2001]. 
Wormald, R.P.L., Wright, L.A., Courtney, P., Beaumont, B. and Haines, A.P. (1992). 
"Visual problems in the elderly population and implications for services". British Medical 
Journal, 304, 1226-1229. 
Yalcinkaya, S.E. and Atalay, T. (2006). "Improvement of oral health knowledge in a group 
of visually impaired students". Oral Health and Preventive Dentistry, 4(4}, 243-254. 
Young, R. (2006). "Introducing role and service changes in health and social care: the 
impact and influence of user involvement in England and Wales". Social Policy and 
Society, 5(2), 249-268. 
Zimmerman, D.H. and Wieder, D.L. (1977). "The diary-interview method". Urban Life, 5(4}, 
479-498. 
Zunica, R.R. and Clemente, V.A. (2007). "Research in Internet use by Spanish-speaking 
users with blindness and partial sight". Universal Access in the Information Society, 
6(1),103-110. 
297 
APPENDICES 
298 
Appendix A. Research timeline 
November 2001 -
March 2002 
March - August 
2002 
September 2002 -
July 2003 
February 2003 
April 2003 
June 2003 
July 2003 
September 2003-
March 2004 
July 2005 
September 2003 -
April 2006 
May 2006 
May - June 2006 
July 2006-
January 2007 
March 2007 
July 2007 
August 2007 -
October 2008 
Review of the health information 
needs of visually impaired people 
for the Welsh Assembly 
Government 
- -- - ----- -- - - ------- , - - - -- - - - - - - -. - - - - -- -
______ ___ -____ -___ __ y. _____ -- -- ----- -----
Identification of research topic 
and application to the AHRC 
- - --- -- - ---- - ----- - - T- -- - - - ------ -- ------
I 
T 
Ph.D. literature review 
and methodology design 
--oL 
• 
• 
Initial interviews with 
advisors 
~ 
Interview study 
•• 
Audio diary study 
~ 
Survey of managers of 
local societies of the 
blind and partially sighted 
i...L 
y 
Follow-up interviews with 
advisors 
~ 
Thesis writing 
Consultation with local visual 
impairment support groups 
Collaboration with advisors -
research questions 
Collaboration with advisors -
design of interview study and 
audio diary study 
Collaboration with advisors -
interview study findings 
Collaboration with advisors -
audio diary study findings 
Collaboration with advisors -
next stage of the research 
Collaboration with advisors -
local society survey findings 
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Appendix B. Sample search strategy (Ovid Medline) 
1 visually impaired persons/ 
2 exp eye diseases/ 
3 exp vision tests/ 
4 exp visual acuity/ 
5 exp vision disorders/ 
6 ((visual$ or visionS) adj3 (impair$ or disab$)).tw 
7 sight$.tw 
8 glaucoma.tw 
9 macula$.tw 
10 or/1-9 
11 audiotape$.tw 
12 audio tape$.tw 
13 audio cassette$.tw 
14 tape recording/ 
15 braille.tw 
16 moon.tw 
17 exp blindness/ 
18 reading/ 
19 17 and 18 
20 sensory aids 
21 readS aid$.tw 
22 (transcrib$ or transcription$).tw 
23 ((Iarge$ or big$ or bold$ or clear$ or magnif$) adj2 (print$ or typeS or textS or 
font$)).tw 
24 (talking adj2 (book$ or newspaperS or leaflet$)).tw 
25 radio/ 
26 (radio or radios) .tw 
27 (telephone$ or phoneS or helpline$).tw 
28 telephone/ 
29 nhs directtw 
30 or/11-16,19-29 
31 10 and 30 
32 health education/ 
33 patient education/ 
34 health promotion/ 
35 "appointments and schedules"/ 
36 reminder systems/ 
37 drug labeling/ 
38 or/32-37 
39 31 and 38 
40 information$.tw 
41 "health services needs and demand"/ 
42 needs assessment! 
43 or/41-42 
44 40 and 43 
45 31 and 44 
46 ((information$ or label$ or letter$ or appointmentS or patient education$ or health 
promotionS) and (need$ or wantS or requireS or behaviourS or behavior$ or usageS 
or service$)).tw 
300 
47 41 and 46 
48 (information$ and (blind$ or sight$ or visual$ impair$ or visual$ disab$ or visual$ 
handicap$ or braille or large$ print$)) .ti 
49 39 or 45 or 47 or 48 
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Appendix C. Information sheet for potential interview study participants 
Title of project: 
UNIVERSITY OF SHEFFIELD 
DEPARTMENT OF INFORMATION STUDIES 
Postal address: Western Bank, Sheffield S 10 2TN 
Location: Regent Court, 211 Portobello Street, Sheffield S 1 4DP 
Tel. (0114) 2226332 E·mail: lip02cab@sheffield .ac.uk 
WWW: http :Uwww.shef.ac.uk/-is/home.html 
INFORMATION SHEET 
The health and social care information needs of people with a visual impairment 
Investigation: 
Interviews with people with a visual impairment (Autumn/ Winter 2003) 
Name of researcher: 
Catherine Beverley 
Department of Information Studies , University of Sheffield, Western Bank, Sheffield , S 10 
2TN. Tel : 01142226332. 
Name of supervisor: 
Dr Peter Bath 
Department of Information Studies , University of Sheffield , Western Bank, Sheffield , S10 
2TN. Tel: 0114 222 2636. 
You are being invited to be interviewed as part of the above research project exploring 
visually impaired people's use and need for health and social care information . Before you 
'decide whether to take part, it is important for you to understand why the research is being 
done and what it will involve. Please take time to read/ listen to the following information 
carefully and discuss it with friends , relatives , etc. if you wish . 
What is the purpose of the study? 
The overall aim of this research study is to explore the health and social care informati on 
needs of people with a visual impairment. In particular, it will investigate the key sources 
for people with a visual impairment seeking health and social care information, whether 
information behaviour varies according to the type and degree of impairment, how current 
developments in health and social care information provision (e .g., NHS Direct) and 
information provision in general (e.g., modified Internet user interfaces) can better meet 
the needs of people with a visual impairment, and how people with visual impai rments can 
be effectively involved in the planning and conduct of research in this field. 
What is the purpose of these interviews? 
The purpose of these interviews is to explore in-depth with a sample of people with a 
visual impairment their health and social care information behaviour, i.e., what information 
you require concerning your health and social care , where you receive and/or seek this 
information , how useful you find this information , and in what ways the existing provision of 
information of health and social care information can be improved for people with a visual 
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impairment. The findings of these interviews will be disseminated both locally and 
nationally and it is hoped that they will be acted upon by policy-makers. 
What will be involved if I agree to take part in the study? 
You will be asked several questions relating to the information you have either received or 
sought in connection with your visual impairment or other aspects of your health and social 
care. You will also be provided with an opportunity to suggest ways in which the current 
provision of health and social care information might be improved. In order to help with the 
analysis of the interviews, you will also be asked a few background questions relating to 
your visual impairment. The conversation will be tape-recorded, with your permission. 
You are obviously free to ask for the tape recorder to be stopped at any point. 
Do I have to take part in the study? 
No. You are free to refuse to be interviewed and may withdraw at any time or choose not 
to answer certain questions, without giving a reason. 
When, where and how will the interview take place? 
A face-to-face (or telephone, if preferred) interview will be pre-arranged and is likely to 
take place in Autumn/ Winter 2003. Where possible, the interview will be conducted in 
your own home. Alternatively, if you prefer, arrangements can be made to conduct the 
interview at the University of Sheffield or in a neutral venue, such as the Sheffield Royal 
Society for the Blind. 
Will the information obtained in the study be confidential? 
Anything you say will be treated in confidence, no names will be mentioned in any reports 
of the study, and care will be taken so that you cannot be identified from any reports of the 
study. 
What will happen to the results of the research study? 
The interviews will be transcribed and analysed by the lead researcher. The findings will 
be written up both as a detailed report and as a short "user friendly" briefing. You will be 
given an opportunity to comment on initial transcripts and reports of the research. 
Additionally the findings will form the basis of the lead researcher's Ph.D. thesis, and may 
be used to write articles for publication in relevant journals. 
Who is organising and funding the research? 
The research is led by a postgraduate student, under the supervision of a Lecturer in 
Health Informatics, at the Department of Information Studies at the University of Sheffield. 
It is part-funded by a grant from the Arts and Humanities Research Board (AHRB). 
Who has reviewed the study? 
The study has been reviewed by the AHRB, the South Sheffield Research Ethics 
Committee, and the University of Sheffield Department of Information Studies Research 
Committee. 
Who can I contact if I have any outstanding queries? 
The lead researcher, Catherine Beverley, can be contacted at the Department of 
Information Studies, University of Sheffield, Western Bank, Sheffield, S1 0 2TN, Tel: 0114 
222 6332, Mobile: 07956 292487, Email: Iip02cab@shef.ac.uk. 
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What if I wish to complain about the way in which this study has been conducted? 
If you have any cause to complain about any aspect of the way in which you have been 
approached or treated during the course of this study, please contact the lead researcher, 
Catherine Beverley, Department of Information Studies, University of Sheffield, Western 
Bank, Sheffield, S10 2TN, Tel: 0114 222 6332, Email: Iip02cab@shef.ac.uk, or the 
supervisor for this study, Or Peter Bath, Tel: 0114 222 2636, Email: p.a.bath(f"l)shcf.ac.uk. 
Alternatively, you can use the University of Sheffield complaints procedure clo the 
Research and Consultancy Unit, University of Sheffield, 2/4 Palmerston Road, Sheffield, 
S102TE. 
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Appendix D. Interview study topic guide 
Checks: 
• Thank you 
• Information sheet 
• Reiterate purpose of interview 
• Not a test 
• Tape recorder 
• Consent 
1. Background to visual impairment 
• Other health conditions 
2. Meaning of health and social care information 
3. Contact with different agencies (e.g., RHH, Social Services, SRSB, etc.) 
4. Information relating to visual impairment 
• Received 
• Sought 
• Acquired 
• Outstanding information needs 
5. Information relating to other aspects of health and social care 
• Received 
• Sought 
• Acquired 
• Outstanding information needs 
6. Newer sources of information 
• Telephone helplines 
• Internet 
• Touch screens 
7. Possible improvements to the provision of health and social care information 
8. Demographic information 
• Sex 
• Age 
• Ethnic origin 
• Marital status 
• Living with others 
• Employment status 
• Socio-economic status 
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Appendix E. Information sheet for potential audio diary participants 
UNIVERSITY OF SHE FF I ELD 
DEPARTMENT OF INFORMATION STUDIES 
Postal address: Western Bank, Sheffield S 10 2TN 
Location: Regent Court, 211 Portobello Street, Sheffield S1 4DP 
Tel. (0114) 2222636 E-mail: lip02cab@sheffield.ac .uk 
WWW: http ://www.shef.ac.uk/- is/home.html 
INFORMATION SHEET 
Title of project: 
The health and social care information needs of people with a visual impairment 
Investigation: 
Audio diaries with people with a visual impairment 
Name of researcher: 
Catherine Beverley, Tel: 01228 607113, Email : lip02cab@sheffield.ac.uk. 
Name of supervisor: 
Or Peter Bath 
Department of Information Studies, University of Sheffield , Western Bank, Sheffield . S 10 
2TN. Tel : 01142222636. 
You are being invited to be interviewed as part of the above research project explori ng 
visually impaired people's use and need for health and social care information . Before you 
decide whether to take part , it is important for you to understand why the research is being 
done and what it will involve. Please take time to listen to the following information 
carefully and discuss it with friends , relatives , etc. if you wish. 
What is the purpose of the study? 
The overall aim of this research study is to explore the health and social care information 
needs of people with a visual impairment. In particular, it will investigate the key sources 
for people with a visual impairment seeking health and social care information, whether 
information needs vary according to the type and degree of impairment, how current 
developments in information provision (e .g., NHS Direct and the Internet) can help to meet 
the needs of people with a visual impairment, as well as how people with visual 
impairments can be effectively involved in the planning and conduct of research in thi s 
field . 
What is the purpose of these audio diaries? 
The purpose of this particular study is to explore in-depth the real life experiences of a 
sample of people with a visual impairment in terms of their health and social care 
information needs, i.e. , what information you require concerning your health and social 
care, where you receive and/or seek this information , how useful you find this information , 
and in what ways the existing provision of health and social care information can be 
improved for people with a visual impairment. By asking you to make an audio diary it is 
hoped that events and behaviours that cannot readily be observed can be investigated , 
~~k ~~~6 ~~O}~ ~~~ 1-~ </, 
and that the value of audio diaries as a research method can be further explored. The 
findings of this study will be disseminated widely and it is hoped that they will be acted 
upon by policy-makers. 
What will be involved if I agree to take part in the study? 
The lead researcher will initially meet with you on a one-to-one basis. This will give you an 
opportunity to learn more about the research study. At the end of the meeting, you will be 
issued with a tape recorder and a cassette and asked to record any issues that arise 
during a four week period relating your health and social care information needs. 
Instructions on making the diary will be provided in your preferred format. You will be 
requested to make a "live recording", rather than a retrospective account, and, although 
the diary will remain relatively unstructured, you will be asked to state the date and time 
before making an entry. 
You will be contacted after the first week by the lead researcher to see how you are getting 
on. Think of this as an opportunity to ask any questions you may have about recording the 
audio diaries. 
Within a month of the four week data collection period you will be interviewed by the lead 
researcher to clarify comments made in the audio diary, and to gauge your opinions about 
the audio diary as a research method. This conversation will be tape-recorded, with your 
permission. You are obviously free to ask for the tape recorder to be stopped at any point. 
Do I have to take part in the study? 
No. You are free to refuse to participate in the study and may withdraw at any time or 
choose not to answer certain questions, without giving a reason. 
Will the information obtained In the study be confidential? 
Anything you say will be treated in confidence, no names will be mentioned in any reports 
of the study, and care will be taken so that you cannot be identified from any reports of the 
study. 
What will happen to the results of the research study? 
The diaries and interviews will be transcribed and analysed by the lead researcher. The 
findings will be written up both as a detailed report and as a short "user friendly" briefing. 
You will be given an opportunity to comment on initial transcripts and reports of the 
research. Additionally the findings will form the basis of the lead researcher's PhD. thesis, 
and may be used to write articles for publication in relevant journals. 
Who is organising and funding the research? 
The research is led by a postgraduate student, under the supervision of a Senior Lecturer 
in Health Informatics, at the Department of Information Studies at the University of 
Sheffield. It is part-funded by a grant from the Arts and Humanities Research Council 
(AHRC). 
Who has reviewed the study? 
The study has been reviewed by the AHRC, the South Sheffield Research Ethics 
Committee, the University of Sheffield Department of Information Studies Research 
Committee, and Cumbria County Council'S Research and Consultation Governance 
Group. 
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Who can I contact if I have any outstanding queries? 
The lead researcher, Catherine Beverley, can be contacted on Tel: 01228607113, or by 
email: Iip02cab@shef.ac.uk. 
What if I wish to complain about the way in which this study has been conducted? 
If you have any cause to complain about any aspect of the way in which you have been 
approached or treated during the course of this study, please contact either the lead 
researcher, Catherine Beverley, Tel: 01228 607113, Email: Iip02cab@shef.ac.uk, or the 
supervisor for this study, Or Peter Bath, Tel: 0114 222 2636, Email: p.a.bath(wshef.ac.uk. 
Alternatively, you can use the University of Sheffield complaints procedure clo the 
Research and Consultancy Unit, University of Sheffield, 2/4 Palmerston Road, Sheffield, 
S102TE. 
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Appendix F. Audio diary guidance notes 
UNIVERSITY OF SHEFFIELD 
DEPARTMENT OF INFORMATION STUDIES 
Postal address: Western Bank , Sheffield S 10 2TN 
Location: Regent Court, 211 Portobello Street, Sheffield S1 4DP 
Tel. (0114) 2222636 E-mail: lip02cab@sheffield .ac.uk 
WWW: http ://www.shef.ac.uk/-is/home.html 
AUDIO DIARY INSTRUCTIONS 
Here are a few guidance notes which should help you to make your audio diary . 
What do you want me to record on my diary? 
The focus of this research study is on people with a visual impairment and their need for 
health and social care information. The phrase 'health and social care information ' 
encompasses any aspects of the information (written or verbal) you receive or seek in 
relation to your health and social care. This, therefore , covers : 
• Your interactions with health and social care services , such as your GP, the hospital eye 
department, pharmacists, your dentist, social services , NHS Direct, etc. 
• Your interactions concerning your health and social care with local and national 
organisations, such as local societies for the blind and partially sighted , the Macu lar 
Disease Society, the Royal National Institute for the Blind , Action for Blind People , etc. 
• Information provided by health and social care providers relating to your visual impairment. 
as well as other aspects of your health and social care, such as health promotion 
materials, patient information leaflets, drug labels, appointment letters , test results , self-
care materials, social security benefit forms , aids and adaptations , etc. 
• Health and social care information sought independently either by yourself or by friends or 
relatives, for example, via the Internet. 
This is not an exhaustive list, but should prove a useful starting point. If you are in any 
doubt as to whether something is relevant, please record the details anyway. I am 
particularly interested in any problems that you encounter and your attempts to overcome 
these. 
How do you want me to make diary entries? 
• Please can you start your audio diary by clearly stating your name and giving a brief 
introduction to yourself and your visual impairment. For example, 
o "Welcome to the audio diary of John Smith. I am 74 years of age, retired, and 
live in a first floor flat with my wife in Whitehaven. I was diagnosed with age-
related macular degeneration 3 months ago and am in the process of being 
registered partially sighted." 
• Before making a diary entry, please state the date and time; for example , 
o "Monday 14th November 2005, 11.15am. My doctor has just put me on a new 
drug for my arthritis, but I am unsure about the number I need to take each day 
and am unable to read the label on the bott/e. I've also heard that some of 
these drugs have nasty side effects but do not know what these are. I think I'm 
309 
going to have to ask my daughter for help in seeking out this information. I feel 
very frustrated having to rely on others to help me out with this sort of thing." 
• Where possible, please make a "live recording" rather than a retrospective account of 
events, i.e., try to make a diary entry as a situation arises because this will enable you to 
record your thoughts as a problem occurs, rather than your thoughts once the problem has 
been resolved. For example, 
o "Wednesday 16h November 2005, 4pm. I've just been speaking to Alan, my 
neighbour, and he says that I'm eligible for a number of benefits. I've no idea 
where to find out more about this and whether I need to be registered blind to 
claim. A few extra pounds a week would come in handy though. It's amazing 
how much I've had to spend on tapes and things like that since my eyes got 
worse." 
o "Monday 21 st November 2005, 2.30pm. A lady from Social Services visited me 
this afternoon. I mentioned the benefits to her, and she thought I would be 
eligible, so she will ask someone to visit me to help me fill out some forms. It 
seems a lot offuss for a new extra pounds to me, but we'll see what happens!" 
o "Thursday 24th November 2005, 5pm. Well, after an hour with Joanne, the 
forms are now completed. I didn't realise it would take that long, or that I'd 
have to give out so much personal information. Hopefully it's now all sorted 
and I'm pleased Joanne was there to explain things to me. These forms would 
be difficult to complete whether or not I was blind! Joanne has also introduced 
me to an extremely useful device to help me sign forms." 
• Instead of simply: 
o "Thursday 24th November 2005, 7pm. I was not sure how to claim social 
security benefits so I sought help." 
• Please make at least one recording each day for the four week period. 
o If you have nothing to report, simply state the date and time, followed by 
"Nothing to report". 
Who do I contact if I have any questions or encounter any difficulties making the 
audio diary? 
Please contact the lead researcher, Catherine Beverley, Tel: 01228 607113, Email: 
lip02cab@shef.ac.uk. 
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Appendix G. Audio diary follow-up interview topic guide 
Checks: 
• Thank you 
• Reiterate purpose of interview 
• Not a test 
• Tape recorder 
• Consent 
1. Clarification of diary entries 
2. Previous experience of diaries and audio diaries 
3. Guidance notes 
• Read/listened to? 
• Regularly consulted? 
• Clear about purpose of study? 
• Outstanding questions? 
• Improvements? 
4. Overall experience of keeping an audio diary 
• Opinions about the equipment 
5. Problems making the audio diary 
• "Live recordings" versus retrospective ones 
6. Strengths of audio diaries for collecting data with visually impaired people 
7. Weaknesses of audio diaries for collecting data with visually impaired people 
8. Personal impact, if any, of participating in this study 
9. Other comments 
311 
Appendix H. Covering letter to managers of local societies for the blind and 
partially sighted 
03 July 2006 
Dear Colleague 
Re: University of Sheffield Research Study 
NALSVI is supporting a research study led by Catherine Beverley at the University of 
Sheffield exploring the role of local societies for the blind and partially sighted in meeting 
the information needs of our users. Further details about the research can be found in the 
enclosed information sheet. 
We would , therefore, really appreciate it if you could spare a few minutes to complete the 
attached questionnaire and return it to Catherine in the pre-paid envelope by Friday 28th 
July 2006. 
If you have any questions about the research or would like the questionnaire in an 
alternative format (e.g. , over the telephone , on tape, or via email), please do not hesitate 
to contact Catherine on (01228) 607113 or email : Iip02cab@shef.ac .uk 
Thank you in advance for your help. 
Yours sincerely 
Steve Hambleton 
Chair of NALSVI 
CA Beverley 
Catherine Beverley 
Ph.D. Student 
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Appendix I. Information sheet for managers of local societies for the blind 
and partially sighted 
Title of project: 
UNIVERSITY OF SHEFFIELD 
DEPARTMENT OF INFORMATION STUDIES 
Postal address: Western Bank, Sheffield S10 2TN 
Location: Regent Court, 211 Portobello Street, Sheffield S1 4DP 
Tel. (0114) 2226332 E-mail: Iip02cab@sheffield.ac.uk 
WWW: http ://www .shef . ac . uk/~ is/home . html 
INFORMATION SHEET 
The health and social care information needs of people with a visual impairment. 
Investigation: 
A survey of information provision and information use by local societies for the blind and 
partially sighted in Great Britain . 
Name of researcher: 
Catherine Beverley, Department of Information Studies, University of Sheffield, Western 
Bank, Sheffield . S10 2TN. Tel: 01228607113. Email : Iip02cab@shef.ac.uk 
Name of supervisor: 
Or Peter Bath, Department of Information Studies, University of Sheffield , Western Bank, 
Sheffield . S102TN. Tel: 0114 222 2636. Email: p.a.bath@shef.ac.uk 
You are being invited to take part in the above research project exploring information 
provision and information use by local societies for the blind and partially sighted . Before 
you decide whether to take part, it is important for you to understand why the research is 
being done and what it will involve. Please take time to read the following information 
carefully and discuss it with colleagues if you wish. 
1. What is the background to this study? 
This survey forms part of a larger scale research study exploring the health and social care 
information needs of people with a visual impairment. It follows on from a literature review 
of the health information needs of visually impaired people, a small-scale interview study 
conducted in Sheffield, and a pilot audio diary study conducted in Sheffield and Cumbria. 
One particularly interesting finding from the research so far has been the importance of 
local societies for the blind in providing information to visually impaired people . 
2. What is the purpose of this survey? 
The main aim of this survey is to build on the interview and audio diary studies and explore 
in more detail the role of local societies for the blind and partially sighted in meeting the 
information needs of visually impaired people. The study is designed to answer the 
following research questions: 
1. What information do local societies provide about health and social care matters? 
2. Do the local societies provide the information that the interview participants expressed 
a need for? 
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3. What information sources do local societies use to seek information about health and 
social care matters? 
4. How many local societies seek health and social care information for their service 
users via the Internet? 
5. What do managers of local societies perceive to be the major barriers and facilitators 
to greater co-ordination of information between the different health, social care and 
voluntary agencies? 
3. Why have I been chosen? 
You have been chosen because you manage one of the local societies for the blind and 
partially sighted in Great Britain. Managers of all local societies will be invited to take part. 
4. Do I have to take part in the study? 
No. It is up to you to decide whether or not to take part. If you do decide to take part you 
will be given this information sheet to keep and you can still withdraw at any time, or 
choose not to answer certain questions, without giving a reason. 
5. What will be involved if I agree to take part in the study? 
You will be asked to complete the enclosed questionnaire and return it to the lead 
researcher. It may be possible that you will also be invited to take part in a telephone 
interview which will explore in more detail some of the issues raised by respondents to the 
questionnaire (approximately 20 managers responding to the questionnaire will be 
contacted) . 
6. What are the potential disadvantages and/or risks of taking part? 
The risks associated with taking part are negligible. If you flag up any issues of immediate 
concern, these will be referred on to the Chair of NALSVI. 
7. What are the possible benefits of taking part? 
Whilst the immediate benefits for those people taking part in the survey are negligible, it is 
hoped that this work will help to improve the provision of information to people with a visual 
impairment. 
8. What if something goes wrong? 
If you have any cause to complain about any aspect of the way in which you have been 
approached or treated during the course of this study, please contact the lead researcher, 
Catherine Beverley, Department of Information Studies, University of Sheffield, Tel: 01228 
607113, Email: Iip02cab@shef.ac.uk. or the supervisor for this study, Dr Peter Bath, Tel: 
01142222636, Email: p.a.bath@shef.ac.uk. If this does not result in a successful 
outcome, you can contact the University's 'Registrar and Secretary'. 
9. Will my taking part in the research be kept confidential? 
Anything you say will be treated in confidence. No names will be mentioned in any reports 
of the study, and care will be taken so that you cannot be identified from any reports of the 
study. 
By completing and returning the questionnaire you are confirming that: 
• You have read and understood this information sheet. 
• You understand that your participation is voluntary and that you are free to withdraw at 
any time, without giving a reason. 
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• . You understand that your responses will be anonymised before analysis and that you 
give permission for members of the research team to have access to your anonymised 
responses. 
• You agree to take part in the research. 
10. What will happen to the results of the research study? 
The survey results will be collated and analysed by the lead researcher. The findings will 
be written up both as a detailed report and as a short "user friendly" briefing which will be 
circulated to all local societies for the blind and partially sighted, as well as the Chair of 
NALSVI. Additionally the findings will form the basis of the lead researcher's Ph.D. thesis, 
and may be used to inform conference presentations and to write articles for publication in 
relevant journals. 
11. Who is organising and funding the research? 
The research is led by a postgraduate student, under the supervision of a Senior Lecturer 
in Health Informatics, at the Department of Information Studies at the University of 
Sheffield. It is part-funded by a grant from the Arts and Humanities Research Council 
(AHRC). 
12. Who has ethically reviewed the study? 
The study has been ethically approved by the Department of Information Studies at the 
University of Sheffield. 
13. Who can I contact if I have any outstanding queries? 
Please contact the lead researcher, Catherine Beverley, Tel: 01228 607113, or email: 
lip02cab@shef.ac.uk. 
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Appendix J. Questionnaire sent to managers of local societies for the blind 
and partially sighted 
11. Information provided to clients 
1.1 Which of the following topics does your local society provide information (written or 
verbal) to clients about? [PLEASE TICK ALL OPTIONS THAT APPLY] 
• Different eye conditions, in particular information about the diagnosis,~-I 
prognosis, treatment options, and causes. I 
• The health and social care services and facilities available to visually 
impaired people. 
• Aids, adaptations and equipment available to visually impaired people, 
such as visual aids; talking books; liquid level indicators, etc. 
• General health care, including techniques for administering 
medications, such as tablets; reading medical information, such as 
appointment letters, prescriptions, medicine labels, etc. 
• Benefits and money. I 
• Mobility, including using public transport, shopping, eating out, going 
on holiday. etc. 
• Housing and accommodation, including performing household chores, 
such as cooking and cleaning. 
.---~-.- -
• Employment. education and training. 
1.2 In what format do you provide most of the information listed above? [PLEASE 
TICK ONE OPTION ONLy] 
• Verbal (over the telephone) 
• Verbal (face-to-face) 
• Large print 
• Audio cassette 
·-·-~1 
• CD 
• Braille 
• Moon 
• Email 
• Local talking newspaper 
• Local radio I 
• Local television l , ....., 
• Web site I 
• Other (please specify below) 
I 
1.3 Do you target information to particular groups of clients? 
I : 
Yes 
No 
._J 
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1.3.1 If you do target information, how do you mainly target information? 
[PLEASE TICK ONE OPTION ONLy] 
• By eye condition/ diagnosis 
• By time since registration 
• By age group 
• By other means (please describe below) I 
LI 2=-=-" __ In_f_o_r_m_a_t_io_n_so_u_r_c_e_s_u_s_e_d_b.<...y_lo_c_a_I_s_o_c_ie_t_ie_s _____________ ~ 
2.1 Which of the following sources do you or your colleagues at your local society use 
to seek answers to clients' queries about health and social care matters? 
[PLEASE TICK ALL OPTIONS THAT APPLy] 
• The hospital eye department (includin~ the low vision clinic) 
• A local optician 
• A local general practitioner 
J 
I 
I 
• A rehabilitation officer for visual impairment (ROV!l - -I j 
A social worker I • 
• Colleagues at other local societies 
• National societiesJe4, RNIB, Macular Disease Societyl 
-----.-~ -1 
• The mass media (e.g., newspapers, m~azines, television, radioj , 
• NHS Direct 
• The Internet 
• Other (please specify below) 
J 
2.2 Do you have Internet access at your society? 
L-___ I~: __ ~~~~s ______________________________________ ~ 
2.2.1 If so, do you or any of your colleagues at your local society use the 
Internet to answer clients' queries? 
I: Yes No 
___ J 
2.2.2 If so, please can you give an example of the information you sought for a 
client using the Internet (e.g., for what topic, which web sites you used). 
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2.2.3 Do you have any additional comments you would like to make about the 
Internet? 
2.3 Have you heard of NHS Direct? 
1 : 
Yes 
No 
2.3.1 If so, have you ever directed any of your clients to use NHS Direct in 
connection with their eye condition? 
I: Yes No 
2.3.2 Do you have any additional comments you would like to make about NHS 
Direct? 
l 
! 
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13. An integrated information service for visually impaired pe.~o2p_le~?_. _______ ~J 
3.1 Which of the following do you think are barriers to providing an integrated 
information service for visually impaired people across the National Health Service 
(NHS), social care and voluntary sectors? [PLEASE TICK ALL OPTIONS THAT 
APPLy] 
1. Concerns about sharing personal information (e.g., in response to 
the Data Protection Act) 
2. Inability to share information due to incompatible information/ 
computer systems 
3. Conflicting priorities of different orqanisations 
-J 
4. Budget constraints 
5. Separate budgets for each organisation 
6. Cultural differences 
7. Differences in terminology used 
8. Unsuccessful attempts to work toqether in the past 
9. Fear of job losses 
10. Other (please specify below) 
3.1.1 From the list above, what do you think is the biggest barrier to providing 
an integrated information service for visually impaired people? [PLEASE 
LIST ONE OPTION ONLY, BY INSERTING THE CORRESPONDING 
NUMBER]. 
3.2 Which of the following do you think are facilitators to providing an integrated 
information service to visually impaired people across the NHS, social care and 
voluntary sectors? [PLEASE TICK ALL OPTIONS THAT APPLY] 
1. Local and/ or regional information sharing protocols/ aqreements 
2. Compatible information/ computer systems 
3. Local and/or regional strategies for visually impaired people/ visual 
impairment services 
-----
4. Existing good relationships with other organisations (e.g., joint 
meetings and groups) 
5. Examples of previous successful inteqrated workinq 
6. Shared budqets 
I 
i 
I 
I 
I 
! 
I 
1 
! 
i 
I 
i 
1 
I 
I 
! 
7. Active involvement of visually impaired people in shaping servicew 
Other (please specify below) I 8. 
I 
i 
I 
I 
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3.2.1 What do you think is the best facilitator to providing an integrated 
information service to visually impaired people? [PLEASE LIST ONE 
OPTION ONLY, BY INSERTING THE CORRESPONDING NUMBER]. 
I 4. Additional comments 
4.1 Do you have any other comments that you would like to make? 
I 5. Declaration 
5.1 By completing and returning this questionnaire, I agree to participate in this 
research study. 
Signed: 
Date: 
5.2 If selected, I am willing to take part in a follow-up telephone interview. 
I : 
Yes 
No 
I 
! 
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Appendix K. Follow-up local society manager telephone interview topic 
guide 
Checks: 
• Thank you 
• Information sheet 
• Reiterate purpose of interview: 
• Responses were received from 97 local societies, which equated to a response 
rate of 84%. Overall, the survey identified similarities and differences between the 
information provided by local societies, the information sources used by local 
societies, as well as the barriers and facilitators to providing an integrated 
information service for visually impaired people across the NHS, social care and 
voluntary sectors. I would now like to explore with you in more detail some of the 
differences that were found. 
• Not a test 
• Tape recorder 
• Consent 
A. Background to and brief description of local society 
• Number of clients 
• Geographical area covered 
• Number of staff 
B. Information provided to clients 
1. Comments or observations on finding that the majority of local societies provided 
information to their clients about: 
• Aids, adaptations and equipment 
• The health and social care services and facilities available to visually impaired 
people 
• Different eye conditions 
2. Role of local societies in providing information to visually impaired people about health 
and social care matters 
3. Provision of information about different eye conditions to clients 
• Source of this information (e.g., RNIS leaflets, Internet)? 
• Reliability and currency of this information 
• New information versus refresher 
4. Other comments 
C. Information sourced used by local societies 
1. Comments or observations on the finding that 91 local societies responding to the 
survey had Internet access at their local society, and 73 local societies used the 
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Internet to answer clients' queries. 67 respondents gave an example of the information 
they had sought for a client using the Internet. 
2. Use of the Internet to answer clients' queries 
• When used? 
• Why? 
• Which Internet sites? 
• Trustworthiness of information? 
• Reasons for not using the Internet 
D. An integrated Information service for visually impaired people 
1. General comments on setting up an integrated information service for visually impaired 
people across the NHS, social care and voluntary sectors. 
2. Comments or observations on the finding that the top three barriers to providing an 
integrated information service were: 
• Concerns about sharing personal information (e.g., in response to the Data 
Protection Act) 
• Conflicting priorities of different organisations 
• Budget constraints 
• Real versus 'perceived' barriers? 
• Interactions with particular organisations and/or individuals? 
3. Overcoming barriers 
4. Comments or observations on the finding that the top three facilitators to providing an 
integrated information service were: 
• Local and/or regional strategies for visually impaired people/ visual impairment 
services 
• Active involvement of visually impaired people in shaping services 
• Existing good relationships with other organisations (e.g., joint meetings and 
groups) 
5. Example(s) of successful joint working between NHS, social care and voluntary 
organisations 
• Contributing factors? 
6. Other comments about how an integrated information service for visually impaired 
people might work 
• Funding? 
• Location? 
7. Other comments 
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Appendix L. 'Job description' for research advisors 
Post Consumer research advisor I 
i 
Title of research The health and social care information needs of people with a 
study visual impairment 
Researcher Catherine Beverley 
Part-Time Research Student, Department of Information Studies, 
University of Sheffield, Western Bank, Sheffield. S1 0 2TN. 
Tel: (0114) 2226332 
Email: lip02cab@sheffield.ac.uk 
Supervisor: Or Peter Bath, Tel: (0114) 2222636 
Duration of the 4-5 years 
study (Project start date: 1 sI October 2002) 
Likely time Approx. 1-2 hours every 3-4 months 
commitments 
~. 
Salary This is a voluntary post, although any reasonable expenses (e.g., 
travel, stationery, telephone charges, etc.) incurred as a result of 
participating in this study will be reimbursed 
Background In Winter 2000/1 the Centre for Health Information Management 
Research (CHIMR) at the University of Sheffield undertook a 
literature review of the health information needs of people with a 
visual impairment on behalf of the Welsh Assembly Government. 
This review revealed that very little high quality research had 
been conducted in this field. People with a visual impairment 
require information relating to a number of health issues, including 
for healthy living (such as health promotion materials), about 
visual impairment itself and coping with an impairment (such as 
patient information leaflets) and about accessing health services 
(such as appointment letters, test results and drug labels). I 
The existing literature appears to be based on one of three 
assumptions: people with a visual impairment have the same 
health information needs as totally sighted people; they are 
disadvantaged in terms of the health information they receive 
because of their impairment, or they simply require the same 
health information, but in different formats (e.g., Braille, large 
print, audio tape). However, I believe that none of these 
accurately reflect the complex and diverse needs of people with a 
visual impairment: instead, they have a set of unique health 
information needs that are worthy of exploration in their own right. 
The research conducted to date also fails to address a number of 
issues, such as other aspects of information (e.g., content, , 
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Principal 
responsibilities 
Person 
specification 
packaging, timing and support mechanisms), the range of needs 
associated with different visual impairments, the sources of health 
information (e.g., health professionals, social workers, or health 
libraries or information services, etc.), or the importance of 
involving people with a visual impairment in the research process. 
I am, therefore, undertaking this research study to address some 
of the gaps identified in the literature. In particular, I am 
interested in investigating: 
• The key information sources for people with a visual 
impairment seeking health and social care information 
• Whether the health and social care information needs vary 
according to the degree of impairment 
• How current developments in health and social care 
information provision (e.g., NHS Direct) and information 
provision in general (e.g., modified Internet user interfaces) 
can better meet the needs of people with a visual impairment 
• How people with visual impairments can be effectively 
involved in the planning and conduct of research in this field 
The active involvement of consumers (also termed users) as 
partners in the research process has been shown to result in 
more relevant, reliable, and useable research. 
1. To provide advice throughout the research study via an 
agreed mechanism (e.g., telephone, face-to-face meetings, 
email, etc.), particularly in terms of: 
• The appropriateness of the research questions 
• The appropriateness of the research methods 
• Relevant research and researchers in the field 
• The research reports/briefings produced for people with a 
visual impairment 
2. To assist, where necessary, in the recruitment of participants 
for the research 
3. To collaborate in the dissemination and implementation of the 
research findings 
4. To assist in the evaluation of the 'consumer involvement' 
elements of the research 
Essential attributes Desirable attributes 
• Possession of a visual • An understanding of 
impairment research methods 
• Willingness to familiarise • Good links with 
oneself with new terminology networks/ organisations. 
• An interest in 'consumer etc. serving people with a 
involvement' in research visual impairment 
! 
I 
I 
i 
324 
Good communication skills 
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Appendix M. Information sheet for advisor interviews 
UNIVERSITY OF SHEFFIELD 
Title of project: 
DEPARTMENT OF INFORMATION STUDIES 
Postal address: Western Bank, Sheffield S 10 2TN 
Location: Regent Court, 211 Portobello Street, Sheffield S1 4DP 
Tel. (0114) 2222636 E-mail: Iip02cab@sheffield.ac.uk 
WWW: http:Uwww.shef.ac.uk/-is/home.html 
INFORMATION SHEET 
The health and social care information needs of people with a 
visual impairment 
Investigation: Evaluation of the consumer involvement process - Interviews with 
consumer research advisors (Summer 2003) 
Name of researcher: Catherine Beverley 
Department of Information Studies, University of Sheffield , 
Western Bank, Sheffield. S10 2TN. Tel : 0114 2226332 . 
Name of supervisor: Or Peter Bath 
Department of Information Studies, University of Sheffield , 
Western Bank, Sheffield. S102TN . Tel : 0114 222 2636. 
You are being invited to be interviewed as part of the above research project to explore 
your role as an advisor to this study. Before you decide whether to take part , it is 
important for you to understand why the research is being done and what it will involve. 
Please take time to read the following information carefully and discuss it with friends , 
relatives, etc. if you wish. 
What is the purpose of the study? 
The overall aim of this research study is to explore the health and social care information 
needs of people with a visual impairment. In particular, it will investigate the key sources 
for people with a visual impairment seeking health and social care information , whether the 
information needs vary according to the type and degree of impairment, how current 
developments in health and social care information provision (e.g. , NHS Direct) and 
information provision in general (e.g., modified Internet user interfaces) can better meet 
the needs of people with a visual impairment, and how people with visual impairments can 
be effectively involved in the planning and conduct of research in this field . Further details 
about the study can be found in the 'Consumer research advisor' job description which you 
have already been sent (please let me know if you would like to be sent this again) . 
What is the purpose of these interviews? 
A key feature of this research is the active involvement of people with visual impairments 
in the design and conduct of the research , rather than simply as research "subjects". I 
have identified five people with a visual impairment. including yourself, who have kindly 
agreed to act as advisors to this research study. To help in the evaluation of the consumer 
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involvement aspects of this research, three of these advisors will be interviewed on an 
annual basis. 
What will be involved if I agree to take part in the study? 
You will be asked several questions relating to your involvement in the research study as 
an advisor. For example, this will cover your reasons for agreeing to act as an advisor to 
the research, your understanding of your role in the research, what you hope to gain from 
the experience, what you hope to be able to contribute to the research. and whether you 
have any outstanding training and development needs. In order to help the analysis of this 
interview, the conversation will be tape-recorded, with your permission. You are obviously 
free to ask for the tape recorder to be stopped at any point. 
Do I have to take part in the study? 
No. You are free to decline to be interviewed and may withdraw at any time or choose not 
to answer certain questions. 
When, where and how will the interview take place? 
If you agree to take part, I will be contacting you in the near future to arrange a date for the 
interview. This interview can be conducted either by telephone or face-ta-face in your own 
home or at the University. 
Will the information obtained in the study be confidential? 
Anything you say will be treated in confidence, no names will be mentioned in any reports 
of the study, and care will be taken so that you cannot be identified from details in reports 
of the results of the study. 
Who can I contact if I have any outstanding queries? 
Please feel free to contact me at the Department of Information Studies, University of 
Sheffield, Western Bank, Sheffield, S10 2TN, Tel: 0114 2226332, Email: 
lip02cab@shef.ac.uk. 
What if I wish to complain about the way In which this study has been conducted? 
If you have any cause to complain about any aspect of the way in which you have been 
approached or treated during the course of this study, please contact either myself, 
Catherine Beverley, at the Department of Information Studies, University of Sheffield, 
Western Bank, Sheffield, S10 2TN. Tel: 0114 222 6332, Email: Iip02cab@shef.ac.uk. or 
the supervisor for this study, Or Peter Bath, Tel: 01142222636. Email: 
p.a.bath@shef.ac.uk. Alternatively, you can use the University of Sheffield complaints 
procedure clo the Research and Consultancy Unit, University of Sheffield, 2/4 Palmerston 
Road, Sheffield, S1 0 2TE. 
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Appendix N. Advisor initial interview topic guide (Summer 2003) 
Checks: 
• Thank you 
• Information sheet 
• Reiterate purpose of interview 
• Not a test 
• Tape recorder 
• Consent 
1. Background to visual impairment 
• Type of visual impairment (e.g., age-related, etc.) 
• Length of visual impairment 
• When were diagnosed as having your visual impairment? 
• Are you registered blind or partially sighted? 
• Do you suffer from any other health conditions? 
2. Reasons for agreeing to be an advisor to this research study 
3. Perceived role in this research study 
4. Understanding of the term 'consumer involvement' 
5. Comments about the 'job description' 
6. Perceive benefits of being involved in this research study 
7. Possible contributions to this research study 
8. Outstanding training and development needs 
9. Other issues/ comments 
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Appendix O. Advisor follow-up interview topic guide (Summer 2007) 
Checks: 
• Thank you 
• Information sheet 
• Reiterate purpose of interview 
• Not a test 
• Tape recorder 
• Consent 
1. Reasons for agreeing to be an advisor 
2. Main role in the research 
• More or less than anticipated? 
3. Clarity of involvement! 'job description' 
4. Personal gains from being involved in this research 
5. Personal contributions to this research 
6. Improvements to involvement 
7. Other comments 
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